






The role of self-compassion in the daily lived experiences of family 
caregivers of people with dementia: 















Thesis submitted to the University of Limerick in fulfilment of the 
requirements for the degree of Doctor of Clinical Psychology (PhD in 






I declare that this thesis is entirely my own work, other than the counsel of my 
supervisors, is an accurate reflection of work, and has not been submitted as 
part of another degree at the University of Limerick or any other academic 
institution.  
 
Gwen Gleeson         
24/04/2020      
ii 
 
  Acknowledgements 
This doctoral dissertation would not have been possible without the eleven family caregivers 
who took time out of their busy lives to sit with me and share their experiences. Thank you.   
I would like to thank my academic supervisor, Dr. Sharon Houghton, for her sound advice 
and guidance throughout the research process. I would also like to thank my research 
supervisor, Dr. Garret McDermott, whose knowledge and guidance has been invaluable 
throughout the course of this research. 
Thank you to Regina Rafferty and Dr. Paul Horgan for their assistance with this research.    
Thank you to my family for their love and support. My deepest gratitude undoubtedly goes to 
my parents, John and Margaret, whose unyielding support has gotten me to where I am 
today.   
Thanks to my wonderful friends who kept me sane throughout my training. Thanks especially 
to Clodagh, Corinne, Alicia, and Matthew for reading drafts and providing feedback at the 
last minute. Thanks to Brid Fogarty for all her uplifting positivity and reassurance over the 
last few years which has helped me immensely in times of uncertainty.  
Last but certainly not least, thank you to my wonderful husband Liam, who has been an 
incredible support to me over the last ten years, and especially over the last three. Thank you 
for being so patient, encouraging and understanding.  
Dedication:  
This thesis is dedicated to my mother who passed away during the course of my training but 











Introduction: While there is a growing body of evidence highlighting the benefits of self-
compassion with respect to well-being amongst professional caregivers, less is known about 
the role of self-compassion in the lived experiences of family caregivers, and most 
specifically those supporting a significant other with dementia. This study aimed to explore 
the role of self-compassion in the lived experiences of family caregivers of people with 
dementia.  
 
Method: A qualitative design was utilised involving the completion of semi-structured 
interviews with participants. Semi-structured interviews were conducted with eleven family 
caregivers of people with dementia whose family member was accessing an older adult 
mental health service. Interviews were audio recorded and transcribed verbatim for analysis. 
 
Results: An Interpretative Phenomenological Analysis (IPA) approach was used and revealed 
a number of superordinate and subordinate themes in the interview narratives. The 
superordinate themes included: relational challenges; coping responses; caring for self; and 
enhanced awareness leading to more effective responses to self and others. 
 
Discussion: Overall, the findings highlight a dearth of self-compassion among family 
caregivers in this study, while also pointing to the complex interplay of factors that can 
promote or hinder more self-compassionate responses. These findings are discussed in 
relation to clinical implications, such as the potential role of professionals and services in 
explicitly teaching self-compassion to family caregivers, and future research, most notably 
the need for compassion-focused interventions to be tested for feasibility and then efficacy 
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Chapter One: Introduction 
“For someone to develop genuine compassion towards others, first he or she must 
have a basis upon which to cultivate compassion, and that basis is the ability to 
connect to one’s own feelings and to care for one’s own welfare… Caring for 
others requires caring for oneself.” 
The Dalai Lama (2003, p. 125) 
1.1. Overview of the present study 
Caring for a family member with dementia can be a rewarding but also an extremely 
challenging experience (Cheng, 2017). The concept of ‘caregiver burden’ is well known for this 
population, highlighting the negative impact, both physically and mentally, that caregiving can 
have on the individual (Adelman et al., 2014). Of additional significance is the association 
between poor caregiver mental health and detrimental outcomes for the person with dementia, 
including pre-mature death (Lwi et al., 2017). 
While there has been extensive research conducted on dementia caregivers highlighting 
the considerable practical, economic and psychological strain they can experience as a 
consequence of their caring role, it is also clear that some caregivers are more vulnerable to 
experiencing negative outcomes than others (Ablitt, Jones &Muers, 2009). Transactional 
models of caregiving stress, the most prominent being Pearlin et al’s (1990) Stress Process 
Model, refer to mediators, such as support groups and knowledge of the illness, to account for 
variability in caregiver outcomes. Based on these transactional models considerable effort has 
been made to develop family caregiver interventions in order to reduce stress and in turn 
improve caregiver outcomes (Murfield et al., 2019). These include interventions aimed at 
modifying mediating variables and reducing objective stressors. However, despite this 
significant investment in research aimed at improving outcomes for family caregivers, many 
continue to have unmet needs, which not only have detrimental effects on them but also on 
the person they are supporting (Murfield et al., 2019). This also produces a significant 
challenge to the services supporting them. 
Given the increased prevalence of dementia among the population and the expected 
substantial growth in numbers over the coming decades, there is an urgent need to identify 




promote adjustment, greater resilience and are protective for this very valuable yet highly 
vulnerable population. The aim of such interventions would be to meet the currently unmet 
needs of dementia caregivers and support the development of more adaptive coping skills, in 
turn lessening stress and reducing burden (Murfield et al., 2019). Self-compassion is one such 
potential psychological resource which warrants further investigation given the increasing 
recognition of its association with positive mental well-being and adaptive coping in 
empirical research (Neff, 2003b). Increasingly, research on self-compassion has explored its 
beneficial effects on professional caregivers, such as nurses. However, research into self-
compassion in family caregivers of older adults remains a new and emerging research area. 
This research aims to address this gap through exploring, using qualitative means, the role of 
self-compassion in the daily lived experiences of family caregivers of people with dementia. 
1.2. Thesis structure  
This thesis consists of four key chapters. Chapter two includes a comprehensive critical 
review of the existent literature relevant to the current study. Chapter three will describe the 
methodology with respect to the research design, data collection and data analysis. Chapter 
four will highlight the key findings through a combination of participant quotes and 
interpretative commentary. Chapter five explores the research findings in the context of the 
literature discussed in chapter two. It will also include commentary on the study’s strengths 
and limitations, as well as implications for future research and clinical practice.  
1.2.1. Chapter two: Literature review 
Starting with a brief synthesis of prevalence rates and definitions with respect to 
dementia and dementia caregiving, the chapter will outline important research pertaining to 
key concepts within the literature including caregiver burden, compassion, and self-
compassion. Empirical literature on dementia caregiving and self-compassion will be 
presented and critiqued. The chapter will end with a brief introduction to the current study, 
including its specified aims.  
1.2.2. Chapter three: Methodology 
This chapter outlines the qualitative approach and research design adopted in the 
present study. The use of Interpretative Phenomenological Analysis (IPA) is discussed in the 




participant recruitment, data collection, and data analysis will also be provided. Issues related 
to ethics as well as reliability and validity will be addressed. 
1.2.3. Chapter four: Findings 
This chapter presents synthesised findings from the IPA analysis of the 11 participant 
narratives. The four superordinate themes identified will be outlined. These are: relational 
challenges; coping responses; caring for self and enhanced awareness leading to more 
effective responses to self and others. Specific subordinate themes under each superordinate 
theme will be outlined in detail. Illustrative quotes from participants’ accounts will be 
provided alongside interpretative commentary. The researcher’s personal reflections during 
the analysis stage will also be presented. 
 1.2.4. Chapter five: Discussion 
This final chapter will discuss the findings of this study in the context of existing 
literature. Discussion will also be included with regards to the study’s strengths and 















Chapter Two: Literature Review 
 
2.1. Literature search strategy  
A narrative literature review was conducted in order to provide a comprehensive 
overview of the literature on caregivers and self-compassion. This was chosen over a more 
systematic literature search as the latter is much narrower in focus and the prescribed 
methods of the systematic review do not allow for comprehensive coverage. Given that 
research on self-compassion and caregivers is in its infancy, a narrative literature review was 
deemed to be more useful. Published articles of relevance to the research topic were 
identified through a comprehensive search of the following databases: PsycARTICLES, 
PsychINFO, PubMed, Web of Science, SAGE Research Methods Online, Cochrane Database 
and Google Scholar. Search terms included various combinations of the following: 
‘Compassion’, ‘self-compassion’, ‘dementia caregiving’, ‘neurological conditions’, ‘older 
adult’, ‘family carer’, ‘family caregiver’, ‘informal caregiver’, ‘spouse’, ‘adult children’, 
‘coping’, ‘stress’, ‘caregiver burden’, ‘mental health’, ‘lived experience’, ‘self-criticism’, 
‘qualitative’, and ‘behavioural and psychological symptoms of dementia’. From search 
results, titles and abstracts were reviewed and relevant articles were identified for full reading 
and critiquing. The reference lists of these papers were reviewed and further papers of central 
focus to the research question were identified, consulted, and reviewed. 
2.2. Dementia  
Dementia is an umbrella term referring to a number of progressive neurocognitive 
conditions characterised by a marked global decline in cognitive functioning, including 
complex attention, executive ability, learning and memory, language, social cognition, as 
well as perceptual and motor difficulties, due to physical changes within the brain (American 
Psychiatric Association, 2013). Mood and personality changes in the person with the 
condition are also prominent. The most common form of dementia is Alzheimer’s disease, 
but other prominent forms include fronto-temporal dementia, Lewy body disease and 
vascular disease. These conditions are more likely to develop after the age of 65 but are not 
considered a normal part of aging. Given that the world’s population is getting older, the risk 
of developing dementia is expected to increase substantially over the next few decades. It is 




this figure is expected to rise to about 152 million people by 2050 (Alzheimer's Disease 
International, 2018).  In Ireland alone, this figure is estimated to change from the current 
figure of approximately 55,000 people to 150,000 by 2046 (Brennan et al., 2017). 
2.3. Dementia caregiving  
A caregiver refers to an individual who is responsible for attending to the day to day 
needs of another person to ensure adequate and comfortable living (Hlabangana & Hearn, 
2019). In the literature, a distinction is made between “formal” and “informal” caregivers. 
Informal caregivers are more often family members who provide care for their parent, partner 
or sibling at home and do not receive financial payment for doing so. The terms “informal 
caregiver” and “family caregiver” are used interchangeably in the literature. For the purpose 
of this research, the term “family caregiver” will be utilised. Formal caregivers, on the other 
hand, are those are who paid for their work and who are required to have a level of training to 
carry out their role. 
Presently, the majority of people with dementia are being cared for at home by friends 
and family. Being cared for at home, rather than in an institutional setting, is associated with 
much better outcomes, such as lower morbidity and mortality rates (Day & Anderson, 2011). 
Given the costs associated with supporting a person with dementia, caregiving provided at 
home by family also has significant societal benefits (Day & Anderson, 2011). However, it is 
clear that the ability to care for someone with dementia at home becomes increasingly 
challenging as the illness progresses due to the individual requiring full 24-hour support in all 
aspects of their life. Ensuring that family caregivers adapt to the process of providing care to 
someone with dementia is high priority to ensure that the invaluable resource is sustained. 
2.4. Caregiver burden 
As noted previously, caring for a loved one with dementia can be especially challenging 
and stressful and there is a wealth of literature that supports this (Cheng, 2017). The concept 
of ‘caregiver burden’, and its detrimental effects, is well recognised in the literature and is 
important to consider within the context of dementia caregiving. Caregiver burden refers to 
the extent to which caregivers perceive their role as having an adverse impact on various 
aspects of their functioning, including social, physical, emotional, financial and spiritual 




of one experiencing caregiver burden (e.g. social isolation or financial strain), different 
thresholds exist for triggering it (Adelman et al., 2014). Risk factors for caregiver burden 
include: a low level of educational attainment; female sex; social isolation; financial stress; 
depression; living with the care recipient; having a lack of choice in being a caregiver; and 
higher number of hours spent providing care (Adelman et al., 2014). Clinical outcomes of 
caregiver burden include mortality, poor self-care, weight loss and sleep deprivation 
(Adelman et al., 2014). 
There are a number of factors within dementia caregiving that may increase the likelihood 
of caregiver burden. Distinctions have been made between ‘objective burden’ and ‘subjective 
burden’ in the literature which is important to consider when looking at individual differences 
with respect to coping in the role. Objective burden refers to the observable and tangible costs 
of caregiving. This includes time spent providing care and the financial cost. Subjective 
burden refers to the caregiver’s subjective assessment of their caregiving role and their 
emotional reaction to the objective burden (Hughes et al., 2014). Both objective and 
subjective burden appear to have differing but overlapping predictors (Lloyd et al., 2018).  
Previous studies which have explored caregiver burden are compromised by several 
limitations, including the use of cross-sectional studies and the reliance on convenience 
samples which may limit generalisability (Adelman et al., 2014). Additionally, as Adelman et 
al. (2014) note, studies may be confounded or have identified caregiver burden risk factors 
that are real outcomes of caregiver burden (Adelman et al., 2014). Nevertheless, burden is 
recognised as a potential consequence of caregiving, and a predictor of poor mental health 
outcomes.  
Regarding family caregivers of people with dementia, Brennan et al. (2017) conducted a 
longitudinal study within the Irish context exploring health and well-being of over 200 
spousal caregivers. They found that only 14% reported little or no caregiver burden, whereas 
40% indicated mild to moderate caregiver burden, 36% indicated moderate to severe burden, 
and 9 % had severe burden (Brennan et al., 2017). Burden was explored within the domains 
of finances, health, social life and interpersonal relations. However, while these statistics are 
stark it is important to note that not all caregivers experience burden or struggle to the same 





2.5. Factors associated with caregiver burden in dementia caregiving  
The following sections will highlight important, albeit complex factors, as identified in 
the literature, when considering the impact of caregiving as a family member to someone 
with a diagnosis of dementia. These include: the relationship to the person with the dementia; 
the presence of behavioural and psychological symptoms of dementia; and grief.  
2.5.1. Relationship to the person with dementia 
Research points to potential differences with respect to coping and burden among 
different family caregivers, depending on their relationship to the care-recipient. Much of the 
research on family caregivers of people with dementia has focused on spouses. This research 
has noted that these differences are not attributable to age or physical health, but rather to the 
nature of the family relationship (Conde-Sala et al., 2010). Numerous studies have reported 
that spousal caregivers experience the highest levels of burden (Kim et al., 2012). Compared 
to adult children supporting a parent, spousal caregivers are more likely to live with the care 
recipient and have little choice on taking on the role (Adelman et al., 2014). Additionally, 
they may be less aware of the impact that the role is having on them and are more vulnerable 
because of their age (Adelman et al., 2014). Nevertheless, significant burden may be 
experienced by adult children caregivers, particularly those who live with the care-recipient, 
had to make life sacrifices and have other family duties (Conde-Sala et al., 2010). There is a 
strong correlation between burden and mental health, with feelings of guilt being associated 
with not living with the patient (Conde-Sala et al., 2010). Spouses may view their role as part 
of their martial duties, whereas adult children who care for a loved one with dementia often 
experience significant change in their lifestyle (Conde-Sala et al., 2010). 
2.5.2. Behavioural and psychological symptoms of dementia 
 Up to 90% of people with dementia will display behavioural and psychological 
symptoms (BPSD) at some point during the progression of the condition (Feast et al., 2016). 
These include sleep disturbance, irritability, wandering, elation, depression, sexual 
disinhibition, delusions and hallucinations. These can be unpredictable, abusive, disturbing 
and result in sleep deprivation. These neuropsychiatric disruptive behaviours can pose 
potential harm to the caregiver’s bonding with their loved one because they can exacerbate 




presence of BPSD represents a substantial monetary burden and is associated with caregiver 
distress, often leading to early admission to institutional care facilities following placement 
breakdown due to families being unable to cope (Hoe et al., 2017).  
 The presence of BPSD is routinely cited as predictors of caregiver burden and 
depression among family caregivers (van der Linde et al., 2016). In their longitudinal study 
Brennan et al. (2017) found that caregiver burden and quality of life was not related to the 
following factors: length of time providing care; the dementia sufferer’s degree of loss of 
function; the time spent caregiving per day; or on support service use (Brennan et al., 2017). 
Rather, caregivers were more likely to experience a lower quality of life and higher burden if 
they: had a greater number of chronic health conditions themselves, the person they cared for 
had more severe BPSD and if they reported difficulties in their own ability to function 
(Brennan et al., 2017). In their systematic review exploring the challenges of BPSD for 
family caregivers, Feast et al. (2016) highlighted how the relationship between the presence 
of BPSD and quality of life varies from person to person, and that frequent BPSD is not 
necessarily the biggest challenge for caregivers.  
 Interventions for managing BPSD at home include pharmacological treatment and 
teaching behavioural strategies to family caregivers in order to alleviate this stress and 
improve coping. In their review of managing agitation at home, Hoe et al. (2017) highlighted 
how these interventions have been largely unsuccessful. Brennan et al.’s (2017) study 
indicated that formal services do not address the real needs experienced by caregivers in 
Ireland and this may be due to the fact that these services are not allocated based on the 
factors that contribute most to caregiver’s stress and burden, most notably the severity of 
BPSD and the caregiver’s confidence in managing these; the latter which tends to decrease 
over time. Importantly, how an individual responds to BPSD is not solely related to the event 
itself but also dependent on the caregiver’s subjective appraisal of the situation and the 
coping strategies they employ (Feast et al., 2016; Murfield et al., 2019). This may explain 
why caregivers’ needs are still not being met by professional services with respect to 
managing BPSD (Murfield et al., 2019). 
2.5.3. Grief in dementia 
 Dementia involves a series of losses for the individual with the diagnosis: loss of 




ultimately life, to name but a few. The family caregiver also experiences a number of 
significant and often gradual losses, which evolve as the disease progresses. This can take a 
significant emotional toll on caregivers as they, while supporting their loved one coupled 
often with various challenges, are also experiencing a grieving process (Lloyd et al., 2018). 
Previous research on dementia caregiving has pointed to a high prevalence of grief before the 
death of the person with dementia and this is associated with burden, stress and depression 
(Blandin & Pepin, 2017). One model which serves to highlight this is The Dementia Grief 
Model (Blandin & Pepin, 2017) which conceptualises the unique grief process that dementia 
caregivers experience, most notably ambiguous loss. Ambiguous loss is recognised as a type 
of loss that occurs when the person is physically present, but psychologically absent (Boss, 
2010). This ambiguous loss has been referred to as a traumatic, uncanny and unclear loss, as 
well as a relational disorder (Boss, 2010). Grief for loved ones with dementia is unique in that 
is a specific type of anticipatory grief as a result of compounded serial losses, which build in 
number and magnitude as the disease progresses and are marked by ambiguity (Blandin & 
Pepin, 2017). While anticipatory grief can occur in various medical conditions, Blandin and 
Pepin (2017) argue that dementia grief is distinguishable given the disruptions in 
communication and impairments in awareness that tend to occur early in the disease process. 
As a result, opportunities for shared feelings and conflict resolution are limited unlike other 
terminal medical conditions. Changes in the caregiver – care-recipient relationship and length 
and uncertainty of the disease process add to this grieving process. This type of grief is 
associated with caregiver poor mental health outcomes, maladaptive problem-solving, and 
increased risk for domestic violence (Lindauer & Harvath, 2014). 
2.6. Caregiving and mental health 
Research on the impact of caregiving points to an increased risk of developing mental 
health difficulties such as stress, depression, anxiety and suicidal ideation (Brennan et al., 
2017; Joling et al., 2018; O’ Dwyer, 2016), and it has been noted how these difficulties can 
continue after the caregiving role has ceased (Brennan et al., 2017). In a longitudinal study, 
one in three spousal caregivers were found to have clinically significant symptoms of 
depression and 13.4% were found to have moderate to severe levels of psychological distress 




Cross et al. (2018) conducted a systematic meta-synthesis of qualitative studies exploring 
the psychosocial impact of caregiving in dementia. They found that providing care for the 
individual with dementia at home, rather than an institution, was more desirable. However, 
they also found that caregivers tended to view their situation as one of permanence and one 
which was accompanied by feelings of being trapped, unappreciated, and needing to be 
always alert (Cross et al., 2018). These feelings were accompanied by emotions of 
depression, distress, exhaustion, hopelessness, frustration, guilt, loss of patience, negative 
thoughts and isolation. Some caregivers expressed a desire to be strong, while also reporting 
feeling heartbroken for their loved one which resembled feelings of bereavement (Cross et 
al., 2018). 
2.7. Positive aspects of dementia caregiving 
While there is a strong evidence base which highlights the significant challenges posed by 
caring for a loved one with dementia, other research has identified positive aspects to 
caregiving, and it is recognised that not all family caregivers are negatively affected by their 
role. Cross et al. (2018), for example, found that caregiving was not always described in 
negative terms as some caregivers viewed their role as an opportunity for personal growth 
and an opportunity to acquire expertise on dementia. This can be viewed as compassion 
satisfaction, which relates to positive feelings associated with one’s ability to help others 
(Lynch et al., 2018). These include: a sense of personal accomplishment, an increase in 
family cohesion and functionality, a sense of purpose in life, a sense of personal growth and 
feelings of personal accomplishment and gratification (Yu, Cheng & Wang, 2018). As Yu et 
al. (2018) highlight, a positive caregiving experience is more likely to exist in the presence of 
three conditions: effective emotional regulation, personal and social affirmation of role 
fulfilment and contexts which favour finding meaning in the caregiver experience. A more 
positive caregiving experience can occur when the caregiver is able to cognitively re-interpret 
their role in terms of its benefits at the dyadic, family and personal levels, as well as a 
conscientious reflection on how the transition to the caregiver role was managed by adjusting 
personal goals and priorities, patterns of living and making positive sense of such experiences 
(Yu et al., 2018). Yu et al. (2018) argue that a movement away from focusing on reducing 
stress for caregivers to optimising positive experience may be more beneficial and 
empowering, as it places emphasis on building the self-efficacy of caregivers and supports 




Given the variability in outcomes for family caregivers, there is a need for research to 
better understand why some caregivers react or manage differently in their role, as well as the 
processes that underlie these differences (Lloyd et al., 2018). A number of transactional 
models of coping have been introduced in the literature in order to better understand the 
variability among caregivers. These will be discussed below.  
2.8. Transactional models of stress and coping  
It is beyond the scope of the present study to provide an account of all models of coping 
with respect to caregiving; however, the most prominent model will be outlined which will 
serve to highlight the multitude of complex and multifaceted factors at play, which are 
believed to impact coping among caregivers. Transactional models of stress demonstrate the 
complex and multifaceted nature of caregiver stress, pointing to a complex interplay between 
various personal and environmental factors. Transactional models tend to refer to four 
domains which are prominent in relation to stress, and may explain individual differences in 
coping or experience. Within these models, the stress process is regarded as fluid and the 
domains temporal and non-linear in nature. This is believed to explain why the same stressor, 
experienced at different time-points, can have a different effect on the caregiver (Murfield et 
al., 2019). The four main domains include: background and contextual variables, such as sex, 
age and socioeconomic factors; type of stressor, including primary or objective stressors and 
secondary stressors; mediating variables, such as coping strategies and social support; and 
outcomes, which refers to the effects on the carer’s physical and psychological health 
(Murfield et al., 2019). Ultimately, transactional models of caregiving adopt a stress-coping 
focus, viewing both the practical demands of the role and the physical needs of the care-
recipient as particular stressors that impact coping, and as a result, the health outcomes of the 
carer (Murfield et al., 2019). 
The Stress-Process Model (Pearlin et al., 1990) is a predominant framework used to 
understand the variability in caregiver burden and objective distress. It references primary 
(e.g. care demands) and secondary stressors (e.g. financial strain), and mediators (e.g. coping 
and social support). Importantly, caregiver outcomes not only depend on objective outcomes, 
such as care hours and the presence of neuropsychiatric symptoms, but also on subjective 
appraisal which can be influenced by cognitive vulnerabilities such as dysfunctional thoughts 




Emotion-focused and problem-focused (Pearlin et al. 1990). Problem-focused strategies aim 
to change the situation for the better and include planning and taking action, as well as 
generating alternative solutions. Emotion-focused strategies refer to processes which serve to 
reduce the emotional distress associated with the stressor, for example through positive 
restructuring and acceptance (Lloyd et al. 2018). 
More recently, other caregiving models have been proposed which have added to stress-
coping in an attempt to better understand the complex interplay of factors involved. These 
include the Sociocultural Stress-Process Model (Knight & Sayegh, 2010) which highlights 
the impact of cultural and ethnicity-based values with respect to the stress process for 
caregivers. The Suffering-Compassion Model (Schulz et al., 1997) proposes that care-
recipient suffering is an independent stressor in the caregiving process and one that is 
mediated by compassion. However, compassion is only explored only as it relates to 
compassion for the care-recipient and not compassion for the self (Murfield et al., 2019). 
Drawing on transactional models of caregiving stress, a significant amount of research 
has focused on developing interventions for family caregivers in an effort to improve health 
outcomes. Interventions have focused on reducing objective stressors, such as introducing 
home care and respite services, or the moderation of mediating variables, such as providing 
psychoeducation and support groups (Murfield et al., 2019). However, despite such research 
informing clinical practice and being of benefit to carers, research indicates that carers still 
have unmet support needs that result in considerable stress and impact negatively on health 
(Brennan et al., 2017; Heath, Carey & Chong, 2018; Murfield et al., 2019). Research has 
indicated the importance of going beyond managing objective stressors, such as BPSD 
(Cheng et al., 2019). The focus on objective stressors is overly simplistic as it fails to account 
for the caregiver’s own characteristics, and how these contribute to their distress (Cheng et 
al., 2019). Increasingly, research has explored individual psychological resources in order to 
decipher whether the presence of such resources improves coping and well-being among 
caregivers. One such psychological resource is that of self-compassion, which is gaining 
considerable traction in the empirical literature due to the positive results research has 
demonstrated thus far in relation to its association with well-being. This will be discussed 





2.9. Compassion  
Spiritual traditions have for long stressed the benefits of compassion. Compassion has 
been defined as a basic kindness with a deep awareness of another’s suffering and a wish and 
effort to alleviate it (Delaney, 2018). Compassion has been viewed as a trait; a person is 
compassionate, or they are not; or as a state, whereby compassion is only elicited in specific 
circumstances. According to the prominent theorist Paul Gilbert (2010), compassion is an 
evolved motivational system designed to regulate negative affect. It evolved in a similar 
capacity to primates in order for humans to form attachment bonds with their young as well 
as promote group survival through affiliative and cooperative behaviours. Compassion also 
has been conceptualised as an affective state; one that has an evolutionary capacity, which 
arises as a feeling to witnessing another’s suffering, motivating a subsequent desire to help 
(Goetz, Keltner & Simon-Thomas, 2010). 
Gilbert (2010) identifies six attributes of compassion, most notably sensitivity, sympathy, 
empathy, motivation/caring, distress tolerance and non-judgement. Sensitivity involves being 
responsive to other people's emotions and perceiving when they need help. Sympathy is 
defined as showing concern for the other person's suffering and empathy refers to the ability 
to put yourself in their shoes. Motivation refers to the ability and desire to act when another 
needs help. Distress tolerance refers to an individual’s ability to tolerate different feelings and 
emotions in oneself when confronted with another person’s suffering (Gilbert, 2010). If an 
individual becomes overwhelmed due to difficult emotions and begins to over-identify with a 
person’s suffering, their capacity for compassion is compromised and it is likely they may 
experience a need to get away from the individual or reduce their awareness of the distress 
(Strauss et al., 2016). Therefore, while compassion is essentially about suffering with another 
person, if the individual experiences extreme personal distress when faced with another’s 
suffering, this may hinder their ability to help (Strauss et al., 2016). The final component of 
Gilbert’s model, Non-Judgement, refers to the ability to remain accepting and tolerant 
towards another person who is suffering even when negative feelings arise in oneself (Strauss 
et al., 2016). 
2.10. Self-compassion 
Until recently, much of the empirical literature on compassion tended to focus on 




literature on compassion in caring professions (Figley, 1995). Kristin Neff (2003b) developed 
a definition of self-compassion as essentially compassion directed inwards when faced with 
the experience of suffering. It is essentially how we relate to ourselves in times of suffering. 
While self-compassion has been receiving greater attention within mental health research 
over the last two decades, it is not a new concept having originated from Buddhist 
philosophy. The Tibetan word for compassion, ‘tsewa’, does not differentiate between 
compassion for the self and compassion for others (Neff, 2003b). 
According to Neff (2003a) self-compassion involves ‘being open to and moved by one’s 
own suffering, experiencing feelings of caring and kindness toward oneself, taking an 
understanding, non-judgmental attitude toward one’s inadequacies and failures, and 
recognising that one’s experience is part of the common human experience’ (p. 224). Self-
compassion is believed to be a more adaptive response to difficult life circumstances and 
perceived failure, and is considered a healthy form of relating to the self. It has a close 
relationship with emotional regulation towards distressing and adverse life events (Hwang et 
al., 2016).  
Self-compassion is often confused with other concepts such as self-esteem and self-pity 
(Murfield et al., 2019). Self-compassion is regarded as a distinctive cognitive and emotional 
process from self-esteem  as the former does not judge the self as “good” rather than “bad” 
(Neff & Dahm, 2017). Self-esteem refers to the degree to which we evaluate ourselves 
positively, and it is often based on comparisons with others (Neff &Dahm, 2017). In contrast, 
self-compassion is regarded as a way of positively relating to oneself and is not based on 
positive evaluations or judgements (Neff & Dahm, 2017).  
Self-compassion differs from self-pity in that the latter tends to involve being immersed 
in one’s own difficulties, resulting in disconnection from others and feelings of isolation in 
one’s own suffering (Neff, 2003b). Self-compassion, on the other hand, is believed to 
facilitate connection with others through recognition that suffering is part of the human 
experience. For a more detailed discussion regarding the differences between self-
compassion and other concepts, please refer to Barnard and Curry (2011). 
 
2.10.1. Three components of self-compassion  
 According to Neff (2003b), self-compassion consists of three core components; each 
with a positive and negative pole representing compassionate and uncompassionate 




isolation; and mindfulness versus over-identification. Self-kindness refers to the ability to 
treat oneself with warmth, concern, care and understanding, rather than reacting with self-
criticism, harshness and self-judgement (Delaney, 2018). Self-judgement or self-criticism is a 
transdiagnostic risk factor associated with a diverse range of mental health difficulties 
(Warren, Smeets & Neff, 2016). Individuals who are self-critical tend to experience feelings 
of guilt, failure, inferiority and harsh self-scrutiny. Unlike self-criticism, self-kindness means 
that rather than being harshly judgemental towards oneself or attacking and berating oneself 
for personal shortcomings, you are caring and understanding and the self is offered 
unconditional acceptance (Warren et al., 2016).  
 The second core component is mindfulness which refers to the ability to hold one’s 
painful feelings and thoughts in a balanced way rather than ignoring or avoiding them, or 
exaggerating and over-identifying with them (Warren et al., 2016). Avoidance of painful 
thoughts, feeling and emotions is believed to intensity feelings in the long run leading to 
future difficulties (Barnard & Curry, 2011). On the other hand, over-identification involves 
ruminating on one’s own shortcomings which can result in a tunnel vision preventing the 
individual from deeply experiencing the present moment (Barnard & Curry, 2011). When an 
individual is mindful, they are open experientially to the reality of the present moment 
without avoidance, repression or judgement (Neff & Dahm, 2017). This facilitates individuals 
exploring and learning from their thoughts, emotions and experiences. The mindfulness 
component of self-compassion is believed to differ from mindfulness more generally as it is 
narrower in scope as it refers specifically to an ability to balance one’s awareness of negative 
feelings and thoughts (Neff & Dahm, 2017). The total construct of self-compassion is also 
argued to be wider in scope than mindfulness for it contains other the components, self-
kindness and common humanity, which are not part of mindfulness per se (Neff & Dahm, 
2017). 
 The final and third component of self-compassion is a sense of common humanity. 
This places emphasis on the ability to recognise and understand that imperfection and 
suffering is a shared human experience, rather than feeling isolated by one’s difficulties and 
failures. As Warren et al. (2016) note, by remembering that imperfection is part of life, 







2.10.2. The relations among elements of self-compassion 
 Criticisms of Neff’s conceptualisation of self-compassion include the argument that 
there is a need to examine theoretical relations among the three elements of self-compassion 
(Bernard & Curry, 2011). More specifically, the need for factor analytic studies has been 
proposed to determine if self-compassion is a higher order factor comprised of all three 
elements, and if it is, whether the three elements contribute equally to the higher order factor 
in terms of factor loadings (Bernard & Curry, 2011). Questions have also been raised 
regarding whether self-compassion can exist if all three elements are not present (Bernard & 
Curry, 2011). Neff (2003a) proposes that while the three elements of self-compassion are 
conceptually distinct, they also tend to overlap and enhance one another, with self-
compassion being best understood as a single experience comprised of interacting parts (Neff 
& Dahm, 2017). These three components are believed to combine and mutually interact to 
form a self-compassionate/uncompassionate frame of mind (Neff & McGeehee, 2010). 
 
2.11. Compassion versus self-compassion: Are they the same thing? 
Despite the Buddhist view that having self-compassion and compassion for others is 
really no different, some researchers query whether compassion for self and compassion for 
others, as conceptualised in western practice, are part of the same overarching construct 
(Strauss et al., 2016). Sinclair et al. (2017) regard the construct validity of self-compassion as 
limited, including its relationship to the construct of compassion, noting that Neff’s original 
conceptualisation of self-compassion as a direct derivative of compassion is not based on a 
valid and multifaceted model of compassion. 
 
2.12. Origins of self-compassion 
Self-compassion has been conceptualised in evolutionary, neuropsychological and social 
psychological terms (Gilbert, 2010). Drawing on social mentality theory, several theorists 
have posited that self-compassion originates in early childhood experiences with caregivers 
(Gilbert, 2010; Neff & Dahm, 2017). According to Neff and McGeehee (2010), and 
consistent with social mentality theory (Gilbert, 2010), sensitive and responsive parenting 
should foster the capacity to relate to oneself with compassion during times of stress, and to 
self-soothe to relieve the distress. However, those who experience rejecting, cold or 
inconsistent caregiving are more likely to respond with greater self-criticism than self-




required as a result of their negative early interactions (Gilbert & Procter, 2006; Neff & 
McGeehee, 2010; Pepping et al., 2015). 
Similarly, some theorists have highlighted the potential influence of early attachment 
relationships on the development of self-compassion or lack thereof. According to attachment 
theory (Bowlby, 1969) the quality of early interactions between the child and their primary 
caregiver has a significant impact on the child’s later psychological development and 
interpersonal functioning. Attachment security develops when the caregiver is perceived to be 
consistent and caring in their availability and responses to the child’s needs, whereas 
attachment insecurity develops when a caregiver is inconsistent, cold or rejecting in their 
responses to the child. As a result of these earlier interactions, the child is believed to develop 
internal working models of attachment which act as a guide for behaviours in subsequent 
relationships (For detailed information regarding different attachment styles see 
Bartholomew & Horowitz, 1991). 
Research supports the belief that self-compassion is related to the caregiving system and 
early childhood interactions and experiences (Neff & Dahm, 2017). Individuals who lack 
self-compassion, for example, are more likely to have had critical caregivers, have an 
insecure attachment, or come from families with a lot of stress and conflict (Neff & Dahm, 
2017). Therefore, individuals who received care and compassion from others early in life are 
thought to have greater capacity to be compassionate to themselves (Sinclair et al., 2017). In 
Neff and McGeehee’s (2010) study, maternal criticism was associated with less self-
compassion whereas maternal support was associated with greater self-compassion. 
Importantly, levels of self-compassion were also significantly predicted by degree of family 
functioning more generally i.e. those who reported family life as stressful and filled with 
conflict were found to be less self-compassionate (Neff & McGeehee, 2010). Peppin et al. 
(2015) used retrospective reports and found that low attachment anxiety and parental warmth, 
as reported, was associated with higher levels of self-compassion. However, given that these 
studies relied on retrospective reports of childhood experiences with caregivers, it is not 
possible to make inferences about the causal direction of the relationships under examination. 
Furthermore, it is important to acknowledge the possibility of bidirectional influences: 
perhaps one’s current relationship with the caregiver has influenced perceptions of the past 
and vice versa. 
Undoubtedly there are a number of factors that contribute to the development of self-




oversimplification of this complex topic. Certainly, further research is required to explore the 
relative importance of a range of factors or processes that might predict individual differences 
in the development of self-compassion, as well as further research which might explain the 
exact relationship between self-compassion and early childhood interactions and experiences 
(Pepping et al., 2015). 
 
2.13. Self-compassion and mental health 
Research on self-compassion has grown at an exponential rate since it was first 
introduced in the empirical literature. It has been found to be a strong predictor of mental 
health (Neff, 2003; Hwang et al., 2016). A consistent finding is that self-compassion is 
related to well-being (Bernard & Curry, 2011; Macbeth & Gumley, 2012; Zessin et al., 
2015). A meta-analysis conducted by MacBeth and Gumley (2012) found a large effect size 
in the relationship between self-compassion and psychopathology; with lower levels of self-
compassion associated with higher levels of psychopathology, primarily depression, anxiety 
and stress. Research on self-compassion has demonstrated negative correlations with a range 
of psychopathology, including anxiety and depression (Mac Beth & Gumley, 2012; Neff, 
2012), and a positive relationship with well-being (Bluth & Blanton, 2015; Zessin et al., 
2015). While self-criticism has been identified as an important predictor of anxiety and 
depression, when controlling for self-criticism, self-compassion offers protection against 
anxiety and depression (Neff, 2003a; Neff & Dahm, 2017). Greater self-compassion is also 
linked to less rumination, perfectionism and fear of failure (Neff & Germer, 2012). 
Rumination, in particular, is evident in a range of mental health conditions such as anxiety 
and depression and is a maladaptive emotion regulation strategy characterised by ineffective 
processing of emotions. Self-compassion, on the other hand, is linked to effective processing 
of negative emotions and is therefore more adaptive and helpful, especially in times of stress. 
People who demonstrate self-compassion are less likely to ruminate on negative emotions or 
feelings, or suppress them; therefore, they demonstrate a greater ability to cope with negative 
emotions (Warren et al., 2016). Self-compassion has also been found to be associated with 
positive mental states such as optimism, curiosity, exploration and personal initiate (Warren 
et al., 2016). While the available research indicates that self-compassion is a key predictor of 
psychopathology, less is known about the processes underlying self-compassion and its 




2.14. Limitations of previous quantitative studies on self-compassion 
There are a number of limitations inherent in previous quantitative research on self-
compassion worth noting. Quite a substantial amount of this research has comprised of 
college students as the main participants which may affect generalisability of the results 
(Hwang et al., 2016). Additionally, a significant amount of research on self-compassion has 
been correlational using measures such as Neff’s (2003a) Self-Compassion Scale (SCS) or 
the abbreviated version, Self-Compassion Short Form (SCS-SF), as the key measure of trait 
levels of self-compassion to determine its association with psychological well-being. The 
SCS is a 26-item self-report measure that assesses the various thoughts, emotions, and 
behaviours that map on to the three different dimensions of self-compassion, self-kindness, 
common humanity and mindfulness, while also assessing the opposing components, most 
notably self-judgement, isolation and over-identification. Responses are given on a 5-point 
scale from ‘Almost Never’ to ‘Almost Always’. Items representing uncompassionate 
responses to suffering are reverse-coded so that higher scores are indicative of a lower 
frequency of these responses (Neff, 2016). 
Researchers have noted some limitations with the SCS, for example, how it was primarily 
developed, refined and validated using student populations (Sinclair et al., 2017). 
Additionally, the psychometric validity as well as the theoretical consistency of the SCS has 
been called into question by some. Murris (2016) has questioned the validity of these scales 
given that half of the items do not measure the key components of self-compassion but rather 
their counterparts. This, Murris (2016) argues, could inflate the relationship with 
psychopathology given they appear to measure characteristics that are already known to be 
associated with it. Costa et al. (2016) and Lopez et al. (2015) proposed a two-factor model for 
the SCS consisting of “self-compassion” and “self-criticism”. However, Neff’s (2016) view 
of self-compassion is that there is a dynamic balance between the compassionate versus 
uncompassionate ways that individuals emotionally respond to pain and failure (e.g. with 
kindness or judgment), cognitively understand their predicament (as part of the human 
experience or as isolating), and pay attention to suffering (in a mindful or over-identified 
manner), and that excluding such components in an assessment of self-compassion limits its 





Sinclair et al. (2017) argue while that many of the correlations between the SCS and 
variables of interest are statistically significant, the associated correlation coefficients tend to 
be quite small, which they argue is typically indicative of not being clinically meaningful. 
Furthermore, the SCS has been criticised in validation studies in relation to its psychometric 
validity and theoretical consistency, highlighting that the inter-correlation among the six 
subscales and a single-order latent variable is lacking (Petrocchi, Ottaviani & Couyoumdjian, 
2014; Williams, Dalgleish, Karl, & Kuyken, 2014; Sinclair et al., 2017). Neff (2016) 
responded to these claims providing empirical evidence using a bi-factor analysis justifying 
the use of a total score. Neff (2016) also proposed that the scale could be used in a flexible 
manner given there was support found for a six-factor structure to the SCS.  
Nevertheless, from the available evidence, self-compassion has been repeatedly linked to 
positive emotional and mental health. Therefore, it is reasonable to hypothesise that self-
compassion would be a protective factor against the development of caregiver burden among 
family caregivers.  
2.15. Self-compassion and caregiving  
Research on compassion and caregiving has primarily explored its role with respect to 
professional caregivers, such as nurses, and much of this research has been quantitative in 
nature. In one such study by Durkin et al. (2016) 37 community nurses who scored high on 
measures of self-compassion and well-being also reported less burnout. Additionally, those 
nurses who scored as having greater compassion satisfaction also reported increased well-
being and more compassion for others (Durkin et al., 2016). Additionally, the authors relate 
community nurses’ experiences of compassion fatigue and burnout with self-judgement, 
noting that those who judge themselves more harshly may be consumed with negative self-
talk, guilt and shame which has a detrimental impact on their emotional well-being (Durkin et 
al., 2016). Beaumont et al. (2015) found a signification association between high levels of 
self-compassion and fewer symptoms of burnout in trainee psychotherapists. However, the 
sample size was small, only exploring 54 final year trainees, and was cross-sectional rather 
than longitudinal which may be unhelpful considering participants were in the early stage of 
their careers. Furthermore, qualitative experiences were not incorporated which would have 
allowed for a more in-depth analysis of the role of self-compassion in specific circumstances 




Self-compassion has also been found to be a significant predictor of self-care among 
healthcare professionals, most notably social work clinicians in a recent exploratory study 
(Miller et al., 2019). Numerous other studies have been published reporting that self-
compassion and well-being were negatively associated with stress, burnout and compassion 
fatigue in a range of healthcare professionals (Montero-Marin et al., 2016), including specific 
groups such as  psychologists (Finlay et al., 2015), trainees and young professionals 
(Kemper, Mo& Khayat,2015; Olson & Kemper, 2014), paediatricians (Olson, Kemper & 
Mahan, 2015), nurses (Duarte, Pinto-Gouveia & Cruz, 2016), and nursing students (Senyuva, 
Kaya, Isik, & Bodur, 2014). 
With respect to family caregivers, there is growing body of literature exploring self-
compassion; again, demonstrating positive results. A number of studies have explored the 
role of self-compassion for parents of children with Autism Spectrum Disorder (ASD) 
specifically. In one such study was conducted by Neff and Faso (2014), self-compassion was 
found to be negatively associated with depression and parental stress. More recent studies 
with parents of children with ASD found self-compassion to be a protective factor; one which 
predicted lower distress and parenting stress as well as psychological well-being (Bohadana, 
Morrissey & Paynter, 2019; Torbet, Proeve & Roberts, 2019).  
There is currently limited, but growing research into the role of self-compassion with 
respect to family caregivers of older adults (Murfield et al., 2019). Hlabangana and Hearn 
(2019) conducted a quantitative study with family caregivers of people with neurological 
conditions and found that self-compassion and quality of life, with a shared variance of 
48.8%, were significant predictors of depression (Hlabangana & Hearn, 2019). Another 
notable study is that of Lloyd et al. (2018) which explored the relationship between self-
compassion, coping strategies and caregiver burden in caregivers of people with dementia. 
They found that those who exhibited higher levels of self-compassion reported lower levels 
of burden and that this was at least partly due to the use of less dysfunctional coping 
strategies (e.g. behavioural disengagement, denial, self-distraction, self-blame, and substance 
use). These studies provide support for the idea that teaching family caregivers self-
compassion may increase their ability to more adaptively cope with stress, thereby reducing 




While the studies outlined above served to demonstrate that self-compassion was a 
predictor of a number of outcomes, the exact mechanisms behind self-compassion are still not 
fully understood. Given the nature of the study designs it is possible that bidirectional effects 
may have played a role (Torbet et al., 2019). Certainly, it is difficult to establish whether the 
observed relationships were causal due use of self-report measures and the cross-sectional 
nature of many of the study designs (Sinclair et al., 2017). The use of standardised self-report 
measures while useful have their limitations for they are unable to ascertain how caregivers 
cope or use self-compassion in specific situations (Lloyd et al., 2018). Furthermore, as Lloyd 
et al. (2018) note, family caregivers are typically treated as a homogenous group and this is 
especially the case when quantitative approaches are used. 
2.16. Qualitative studies on self-compassion and caregiving  
Increasingly, qualitative methods are being used to explore the role of self-compassion 
with respect to caregiving which allow for a more in-depth understanding of individual 
difference and experience. Like quantitative studies in this area, much of the research has 
focused on professional caregivers. Qualitative approaches allow for an exploration of 
individual difference and experience. 
McPherson, Hiskey and Alderson (2016) used a grounded theory approach to explore the 
factors that facilitate or hinder self-compassion and mindfulness among ten nurses and 
healthcare workers working on dementia wards. Results highlighted that while nurses 
recognised the importance of processing and reflecting on difficult emotions and experiences, 
there were significant structural and personal barriers that impeded the practice of self-
compassion more completely. It was also noted how nurses tend to begin their training with 
good levels of compassion but how this diminishes very quickly, either during the course of 
training or in the early years after qualifying (McPherson et al., 2016). This research 
highlighted how compassionate care can be hindered when working in very pressuring and 
challenging environments (McPherson et al., 2016). They stress how the practice of self-
compassion and mindfulness are likely to facilitate and improve compassion towards others 
and therefore benefit patient care (McPherson et al., 2016).  
Egan et al. (2018) also conducted qualitative research on compassion and self-compassion 
among trainee nurses, qualified nurses and midwives using thematic analysis. However, self-




There is less qualitative research exploring self-compassion with respect to family 
caregivers. While the research on the role of self-compassion with respect to professional 
caregivers is insightful and suggests that there is a link between self-compassion and lower 
levels of burnout and compassion fatigue, there are other contextual and organisational 
factors that may impact the work experiences of professional caregivers that are distinct from 
the experiences of family caregivers. Less research has focused on use of self-compassion 
and how this may alleviate burnout and stress, reduce mental health challenges and improve 
the quality of care provided for family caregivers.  
Studies which have explored self-compassion with respect to caregivers, both 
professional and family, have pointed to the need for targeted interventions to increase self-
compassion given its benefits for well-being (Torbet et al., 2019; Wong, Mak & Liao, 2016). 
2.17. The development of self-compassion 
While self-compassion is believed to be, in part, a trait that develops based on early life 
experiences, self-compassion skills can also be taught (Neff & Dahm, 2017). Importantly, 
preliminary evidence from interventions targeting self-compassion suggests that a self-
compassionate mindset can be developed (Neff & Germer, 2012; Gilbert & Procter, 2006; 
Lloyd et al., 2018). Neff and Germer (2013) conducted a preliminary study evaluating the 
effectiveness of the Mindful Self-Compassion (MSC) programme, which is designed to train 
people to be more self-compassionate over a period of eight weeks. They found significantly 
larger increases in self-compassion, mindfulness and well-being, with long term effects 
evident at 6 month and 1 year follow-ups. One recent study conducted by Danucalov et al. 
(2017) explored the use of an eight-week yoga and compassion meditation programme for 46 
caregivers of people with dementia. The results highlighted how caregivers found this a 
useful intervention, with improvements noted in terms of attention, quality of life, vitality and 
self-compassion compared to a control group. However, given the short duration of the 
intervention one must be cautious when interpreting the results, and question whether these 
initial reported improvements can demonstrate long-term effects. Knowledge in relation to 
the effects of such interventions is still in its infancy but preliminary positive results are 
encouraging and warrant further exploration. Much of the research on self-compassion 




other modalities. There is a dearth of research which explores the effects of self-compassion 
as a stand-alone intervention for caregivers. 
2.18. Summary  
The available empirical literature on family caregivers of people with dementia highlight 
the significant challenges associated with the role, as well as the risks for caregivers with 
respect to poor coping and mental health outcomes. However, it is also clear that family 
caregivers vary considerably in their ability to successfully respond to the challenges of their 
role and not all experience poor outcomes. Therefore, understanding individual differences is 
vital in order to identify and target specific interventions for this population.   
The available research stresses the need to move beyond focusing on objective stressors, 
such as the management of BPSD, when devising interventions to improve coping amongst 
caregivers. Identifying risk and vulnerability factors, as well as protective factors, are 
important in understanding outcomes for dementia caregivers. Caregivers’ personal 
psychological resources are important to consider in order to develop more effective 
interventions for this population. Given the growing body of research demonstrating the 
positive association between self-compassion and well-being in professional caregivers, this 
is one such psychological resource deserving of further consideration in the context of family 
caregivers. Research into self-compassion in family caregivers of people with dementia is a 
new and emerging research area, with limited published evidence available regarding its role 
for family caregivers, as well as how it can be developed as a means of improving outcomes 
for this population. 
2.19. Research Aims 
The aim of this research is to address a gap in the literature by exploring the role of self-
compassion in the lived experiences of family caregivers of people with dementia. Using a 
qualitative Interpretative Phenomenological Analysis (IPA) design, this exploratory study 
offers an opportunity to examine individual differences with respect to self-compassion 
among a specific group of family caregivers and its relation to coping. Such insights are 
invaluable to enhance our understanding of the potential role of self-compassion with respect 
to coping and in doing so, serve to inform further research in this emerging area, as well as 




Chapter 3: Methodology 
3.1. Chapter introduction 
This chapter outlines the methodological approach taken in the present study. This 
includes the rationale behind the research design, how data was collected, sampling methods 
and procedures used, as well as how data was analysed from an IPA standpoint. Other areas 
which will be addressed include methods to ensure quality in qualitative research, ethical 
issues, and researcher reflexivity.  
3.2. Research methodology  
A qualitative methodological approach, with its emphasis on understanding subjective 
experiences, was chosen for the present study to align with the research objective which was 
to explore the role of self-compassion in the lives of family caregivers of people with 
dementia. A qualitative approach adopts a different epistemological stance to a quantitative 
approach and this is relevant when considering the rationale for the research methodology 
chosen in the current study. Unlike quantitative research which holds a traditional positivist 
view of research, qualitative researchers deem “objective” knowledge to be unachievable, 
as researchers and participants are inevitably constrained by their own perspectives, purposes, 
languages and culture (Yardley, 2017). Qualitative research allows for a more detailed 
consideration of how psychosocial processes are shaped by all people, activities and 
understandings that make up their context (Yardley, 2017). In this light, a qualitative 
approach can offer a more complex exploration into the role of self-compassion in the 
everyday experiences of family caregivers.  
3.3. Interpretative Phenomenological Analysis  
IPA was the chosen analytical approach taken in this study. The central concern for IPA 
is how individuals make sense of their experiences (Eatough & Smith, 2017). At the heart of 
IPA is the notion that people are self-interpreting beings (Taylor, 1985). This means that they 
are actively engaged in trying to make sense of the people, events and objects in their lives. 
Researchers using IPA are interested in learning about participants’ cognitive and affective 
reactions to what is happening to them (Smith, 2011). IPA was a suitable analytical 
framework for this study for several reasons. Firstly, its core concerns are psychological and 




Larkin, 2009). Secondly, its focus is also on conducting a detailed examination of peoples’ 
lived experiences of a particular phenomenon (Smith et al., 2009), and this research aims to 
make a detailed examination of this to gain a greater and multifaceted understanding of self-
compassion within caregiving. IPA is also based on established philosophical underpinnings, 
which add to its strength. These are primarily phenomenology, hermeneutics, and idiography. 
These concepts will now be discussed in turn. 
3.3.1. Phenomenology 
 Phenomenology is a philosophical approach to the study of experience. 
Phenomenological approaches investigate how things appear to individuals through their 
conscious experience (Eatough, 2012). Individuals experience the world through a practical 
and meaningful engagement with it (Smith et al., 2009). Through phenomenological 
approaches, a researcher aims to describe how the world is formed and experienced through 
consciousness. This is achieved by the stripping away of one’s own preconceptions and 
biases (i.e. from science, common sense etc.), revealing the essence of the phenomenon 
above the contextual and personal (Eatough & Smith, 2017).  
 From a psychological standpoint, phenomenology provides researchers with a rich 
source of ideas about how to explore, examine and comprehend lived experience (Smith et 
al., 2009). Researchers use IPA as a tool to understand people and the worlds in which they 
live as socially and historically contingent and contextually bounded (Eatough & Smith, 
2017). The primary interest is the person’s own experience of the phenomenon and the sense 
they make of this experience rather than the structure of the phenomenon itself (Eatough & 
Smith, 2017). 
3.3.2. Hermeneutics  
 The second major theoretical underpinning of IPA is hermeneutics. Hermeneutics is 
the theory of interpretation (Smith et al., 2009). Underpinning the interpretative activity in 
IPA is the hermeneutic circle. The hermeneutic circle refers to the process which occurs 
during the analysis between the researcher and the data. It speaks to the non-linear style of 
analysis whereby researchers adopt a dynamic and iterative approach to working with the 
data (Smith, 2007). As Smith (2007) outlines, the hermeneutic circle stresses that in order ‘to 




5). Moving between these parts is a way of gleaming meanings from the material (Smith & 
Eatough, 2017). Two broad interpretative positions are employed within IPA analysis from a 
hermeneutics standpoint: a hermeneutics of empathy or affirmation and a hermeneutics of 
suspicion. In adopting the empathic stance, the researcher tries to imagine what it is like for 
the participant while also being critical of what appears to be the case and probing for 
meaning when participants might be unwilling or unable to do that themselves (Eatough & 
Smith, 2017). This creates a textured multi-layered narrative of possible meanings. 
 IPA also recognises the dual interpretative process that occurs in research between the 
researcher and the participant. This is referred to as the double hermeneutic. It reflects how, 
through the IPA research process, the researcher is making sense of the participants trying to 
make sense of their world (Smith& Osborn, 2008).  
3.3.3. Idiography 
 Idiographic research recognises that individuals are embodied, situated and historical 
beings who cannot be studied in isolation from the social and material world in which they 
live (Eatough, 2012). It is concerned with how to understand the concrete, the particular and 
the unique whilst maintaining the integrity of the person (Eatough & Smith 2017). IPA is 
resolutely idiographic, always starting with the particular and ensuring generalisations are 
grounded in this (Eatough & Smith, 2017). 
3.4. Data collection in IPA 
In IPA research, data is typically collected by conducting semi-structured interviews with 
participants. Qualitative interviews are an excellent way of giving a ‘voice’ to the participants 
in the research (Howitt, 2011, p. 87). Semi-structured interviews are especially valuable in 
IPA research as they provide the best means for gathering a rich and detailed account of the 
participant’s experiences, which is its main objective (Smith et al., 2009). 
3.5. Consideration of other research methodologies  
A range of other methodological approaches was considered. Grounded theory was 
deemed unsuitable as the aim of this study was not to generate a theory of a particular 
phenomenon (Noble & Mitchell, 2016). Furthermore, unlike a grounded theory approach, 




lived experiences and their ‘sense-making’ of these experiences, as well as the convergence 
and divergence between participants (Smith et al., 2009). A grounded theory approach would 
require a larger sample and push towards a more conceptual explanatory level which did not 
fit with the aims of this study (Smith et al., 2009). 
Thematic analysis (Braun & Clarke, 2006) was also considered but ultimately not chosen 
for several reasons. As highlighted by Braun and Clarke (2006) thematic analysis is a flexible 
approach to qualitative data analysis; one that is not tied to any pre-existing theoretical 
framework. This allows researchers to adopt realist, constructionist, or contextualist 
approaches as deemed appropriate to the research question. However, it was felt that the 
research question could be investigated more appropriately and effectively using IPA. Unlike 
other approaches, IPA is more psychological and it allows for detailed accounts of personal 
experiences of a smaller number of participants. It is also supported by a substantial evidence 
base and its use is prevalent within health research (Smith et al., 2009). Furthermore, unlike 
IPA, a limitation of thematic analysis is that it does not take into consideration the 
researcher’s own perceptions and biases, and the researcher's own interpretation in the 
research, which is key in the present study. 
IPA was also chosen over discourse analysis for the focus of the latter is on the 
participants’ linguistic resources when describing their experience (Howitt, 2011). While 
both IPA and discourse analysis pay close attention to language, discourse analysts explore 
what participants say to learn about how they are constructing accounts of their experience 
(Smith, 2011). IPA, on the other hand, focuses on what participants say to understand how 
they are making sense of their experience which again fits with the research objectives 
(Smith, 2011). 
3.6. Sampling 
 3.6.1. Sample size 
 In line with IPA research, the current study adopted a purposive homogenous 
approach to sampling (Pietkiewicz & Smith, 2014). This involved the conscious selection of 
participants who could provide the researcher with access to a particular perspective on the 




 Participants were 11 family caregivers of people with dementia. It has been suggested 
that between four and ten participants can be a reasonable sample size for a professional 
doctoral project utilising IPA (Smith et al., 2009). However, it is also clear that there is no 
right answer to the question of the sample size and it depends on various factors including the 
richness of individual cases and the organisation constraints one is working under (Smith et 
al., 2009). 
 3.6.2. Inclusion and exclusion criteria 
 This study investigated the experiences of family caregivers, defined as an adult 
family member who is central in providing unpaid care to an individual with dementia. This 
included spouses and adult children who are the main caregiver for their family member with 
dementia. To be eligible for inclusion in the study, caregivers had to be over the age of 18 
years and must be engaging in weekly care-related activities for the person with dementia. 
All forms of dementia diagnoses were included. Paid caregivers, caregivers under the age of 
18, and caregivers who were at the time of the study experiencing significant distress due to 
their circumstances, and those not engaging in weekly care-related activities, were excluded 
from the study. 
3.7. Participants 
 3.7.1. Recruitment procedure 
 Participants were recruited in collaboration with an older adult mental health service 
in Ireland specialising in complex cases of dementia (i.e. the presence of BPSD alongside the 
condition). Two gatekeepers from the older adult mental health service, a Clinical 
Psychologist and a Nurse Specialist, distributed information about this study to potential 
participants at clinics and carer’s evenings. Other potential participants were also contacted 
by the Nurse Specialist who provided information about the study both verbally and using a 
written information sheet (See Appendix A). If individuals expressed interest in the study 
they were then asked if the primary researcher could contact them by telephone within two 
weeks to discuss the research further. In line with GDPR guidelines, until this verbal consent 
was provided, the researcher was not given access to potential participants’ information 
(Department of Health, 2018). Participants also had the option of contacting the primary 




 Each potential participant was given time between reading the information sheet and 
being contacted by the primary researcher to allow them to consider whether to participate. If 
participants provided consent to be contacted, the researcher contacted them within two 
weeks and responded to their questions. If they decided to take part they were invited to 
attend an interview. When they did so, they had another opportunity to ask questions and read 
through the consent form with the researcher (See Appendix B). Then, if they were satisfied 
to continue, they were invited to sign the consent form and proceed with the interview.  
 3.7.2. Sample characteristics  
 Of the 11 study participants, two were male and nine were female with an age range 
of 33-76 (Mean= 64.55; SD =12.98). Six were spouses and five were adult children of those 
they cared for. Participants were asked to subjectively rate whether they regarded their loved 
one’s symptoms of dementia to be ‘mild’, ‘moderate’ or ‘severe’. Six participants rated their 
loved ones as being ‘moderate’, four rated their loved ones as ‘severe’ and one participant 




Table 1: Participant Demographic Information 
Participant 
Number 
Pseudonym Gender Age Relationship to 
person with 
dementia 
Type of dementia Time since 
diagnosis 
Lives with the 
person  
1 Marie Female 74 Wife Frontotemporal 3 years Yes 
2 Deirdre Female 60 Daughter Lewy Body Dementia 11 months No 
3 Peter Male 76 Husband Frontotemporal 2.9 years Yes 
4 Philomena Female  55 Daughter Frontotemporal 3 years No 
5 Jane Female  59 Daughter Lewy Body Dementia < 1 year No 
6 Paula Female 75 Wife Lewy Body Dementia 4 years Yes 
7 Dennis Male 74 Husband None specified 6 months Yes 
8 Mary Female 55 Daughter None specified/unknown 1 year No 
9 Margaret Female 74 Wife Lewy Body Dementia 2 months Yes 
10 Cathy Female  73 Wife Posterior Cortical Atrophy 3-4 years ago Yes 





3.8. Data collection 
All interviews took place in a clinic room in an Older Adult Mental Health Service. 
Important information relating to the limits of confidentiality and the participants’ rights was 
verbally provided again at this stage. Permission was sought to record the interview using an 
audio recording device (See Appendix B). Once any concerns were explored and written 
consent was provided by the participant, the interview commenced.  
Table 2: Duration of Interviews 
Participant Pseudonym Interview Duration 
Marie 55 minutes 22 seconds 
Deirdre 80 minutes 58 seconds 
Peter 59 minutes 08 seconds 
Philomena 52 minutes 23 seconds 
Jane 85 minutes 30 seconds 
Paula 60 minutes 09 seconds 
Dennis 60 minutes 54 seconds 
Mary 56 minutes 28 seconds 
Margaret 54 minutes 52 seconds 
Cathy 61 minutes 49 seconds 
Claire 62 minutes 49 seconds 
 
Using Grove music player software, interviews were transcribed verbatim by the 
researcher into a Microsoft Word document. A list of the interview times is available in Table 
2. Interview times ranged from 52 minutes, 23 seconds to 85 minutes, 30 seconds (M = 62.52 
minutes, SD= 10.62).  
Throughout the research process, reflective field notes were kept by the researcher. This 
allowed for the documentation of personal thoughts and feelings that emerged. This included 
initial impressions of participants, subjective responses to and reflections on the content 
which emerged during interviews, and notes about how participants presented and engaged 




the analysis stage. Reflective notes taken during transcription, initial coding and the analysis 
stage captured further observations. This was useful to reflect on during the later stages of the 
analysis process. 
3.9. Materials used  
 3.9.1. Demographic questionnaire 
 Participants completed a demographic questionnaire to provide information about 
their age, occupation, relationship to the person with dementia, whether they lived with the 
person, and support received from others, if any. Questions were also asked about the person 
with dementia they cared for, including their age, the type of dementia they have been 
diagnosed with, when they were diagnosed, and how long the person has been unwell (See 
Appendix D). 
 3.9.2. Interview schedule 
 A semi-structured interview schedule was used to guide the interview (See Appendix 
E). This was used as a prompt rather than a prescriptive set of questions and was developed 
following an examination of previous literature. It comprised of open-ended questions (e.g. 
“Tell me about your role as caregiver”) and follow-up questions to prompt the participant for 
more detail. Areas of exploration included the participants’ role and their perception of how 
they are coping or managing in their role. To explore self-compassion in the lived 
experiences of participants, questions were designed to tap into the three elements of self-
compassion as conceptualised by Neff (2003b) (self-kindness versus self-judgement; 
common humanity versus isolation; mindfulness versus over-identification). According to 
Neff (2016), these three components are separable but they mutually interact with each other.  
Participants were not directly asked about each of the core components of self-compassion 
for it was felt that this would limit responses and not provide a true insight into whether these 
components played a role in their lived experiences.  
 Two pilot interviews were conducted to establish the appropriateness of the interview 
schedule in addressing the areas of interest in the current study. The interview schedule was 
also examined by a co-investigator who has experience working in an older adult mental 




to make them more accessible to participants, include additional prompts, and change the 
order of some items to improve the flow of the interview process. 
3.10. Data analysis 
Audio data was transcribed verbatim including words used and other verbal and non-
verbal information (e.g. signs, pauses, laughter). Following the transcription process, each 
interview transcript was formatted in Microsoft Word to create three columns in line with the 
recommended IPA analytic process (Smith et al., 2009). The middle column contained the 
original transcript text. The right column was dedicated to the documentation of exploratory 
comments whereas the left comment was for noting the themes. An example of this layout is 
contained in Appendix F. 
There are several guided stages in IPA analysis as outlined by Smith and colleagues 
(2009). The researcher first immersed herself in the data by listening numerous times to the 
original recording while reading and re-reading each individual transcript. This included 
paying particular close attention to the more nuanced linguistic comments that participants’ 
make, such as pronoun use. Stage two involved undertaking free textual analysis by making 
initial exploratory notes about anything of interest within each individual transcript. 
Exploratory comments included descriptive, linguistic and conceptual comments. These 
exploratory notes were then used to develop emergent themes in each transcript, which 
reduced the volume of detail whilst maintaining complexity (Smith et al., 2009). The next 
stage involved the researcher searching for connections across the emergent themes to 
develop superordinate themes using abstraction, subsumption and contextualisation. Up until 
this point, each transcript was considered on an individual basis. The final stage involved 
looking for patterns across cases and highlighting overall superordinate themes.  
3.11. Considerations for research trustworthiness and credibility 
As adopted by Smith et al. (2009), Lucy Yardley’s (2000) four broad principles for 
validity in qualitative studies were applied to the present study. These are sensitivity to 






 3.11.1. Sensitivity to context 
 Sensitivity to context involves ensuring that the analysis and interpretation is sensitive 
to the data, the social context, and the relationships from which it emerged (Yardley, 2000). 
In this study sensitivity to context was demonstrated in various ways. Firstly, the use of IPA 
as the methodological approach was carefully considered and was ultimately chosen due to 
its compatibility with the aims of this study and the researcher’s commitment to idiographic 
principles (Shinebourne, 2011). Further evidence of sensitivity to context includes the 
researcher engaging with relevant literature and previous empirical studies on the research 
topic. Furthermore, the semi-structured interview schedule was designed to ensure that 
research questions were accessible to research participants such as through avoiding the use 
of technical jargon. This interview schedule was also piloted to ensure that the questions 
included made sense. During the interview process, the researcher used her clinical skills to 
put participants at ease and promote an environment in which participants could discuss their 
experiences. During the analysis, the researcher was committed to conducting a detailed 
idiographic analysis of each interview by becoming immersed in the data before collating the 
findings across interviews. During the write-up phase of the study, verbatim quotations from 
participants were used to contextualise the interpretative arguments, thereby demonstrating 
sensitivity by giving participants a voice in the study (Shinebourne, 2011).  
 3.11.2. Commitment and rigour 
 Commitment refers to prolonged engagement with the topic and immersion in the 
data, while rigour stresses the completeness of the data collection, analysis, and interpretation 
(Yardley, 2000).The researcher demonstrated commitment to the research process in a 
number of ways. Smith et al.’s (2009) seminal text was consulted when designing and 
carrying out this IPA study in order to follow recommended good practice. The researcher 
also attended workshops on IPA as part of clinical training which provided detailed guidance 
in relation to the analytic process in IPA. Critical discussions with research supervisors also 
promoted commitment and rigour throughout the process.  
 3.11.3. Transparency and coherence 
 The researcher has demonstrated transparency and coherence through providing a 




(See Appendix F) and extracts from the reflective journal in the accompanying appendices 
(See Appendices H). Following Smith et al.’s (2009) recommendations, two research 
supervisors reviewed samples of initial notes and themes generated from one interview’s data 
which not only ensured transparency but also facilitated critical discussion and guidance, 
strengthening the researcher’s analytic process. The researcher made attempts to bracket her 
preconceptions and personal responses during the research process. This was achieved 
through the use of a reflective journal and through critical discussions in supervision.  
 3.11.4. Impact and importance  
 This research is important as it illuminates the usefulness of considering the role of 
self-compassion in coping by family caregivers of people with dementia. While there has 
been substantial research conducted previously on caregivers on topics such as caregiver 
burden, research is essential to identify and target specific supports for this population. There 
is a need to better understand the potential role of self-compassion as a positive psychological 
resource for caregivers. Less is known about the use of self-compassion in specific situations 
and the complex interplay of factors that are involved. This research aims to explore this 
aspect of coping in-depth. 
3.12. Reflexivity 
In IPA, the researcher takes an active, dynamic role in the research process (Smith & 
Osborn, 2008). As highlighted previously, the double hermeneutic means that the researcher 
is making sense of the participant's attempts to make sense of their world, hence the 
researcher’s assumptions, biases and experiences play a role in this process (Smith, 2004). 
Berger (2015) refers to reflexivity as a process of continual internal dialogue and critical 
evaluation of the researcher’s positionality (i.e. their history and experiences) and continual 
acknowledgement and recognition of the potential impact of this on the research process. To 
enhance the research and the credibility of the findings, the researcher has to be continuously 
aware of, and explicitly document, their own biases, assumptions, values and beliefs 
throughout the research process (Berger, 2015). This is a dynamic and iterative process, with 






 3.12.1. Researcher’s positioning  
 I am a white, Irish, 31-year-old female. Before clinical training I worked as a 
healthcare assistant with individuals with complex needs in a residential service but not 
exclusively with people with dementia. However, there were a few residents with complex 
neurological conditions, including forms of dementia. Working with these individuals with 
complex needs as a support staff, I gained insight into how challenging it can be. Through my 
interactions with their family members it was clear that many of them felt conflicted about 
their family member living in residential care, while also feeling that they would be unable to 
support them at home. This sparked my interest in exploring how people, especially family 
members, could be better supported. I am particularly interested in dementia given its 
complexity and this interest was further fuelled through both my direct work experience and 
also through my clinical training. I am particularly interested in dementia given its 
complexity and the devastation it causes to not only the person, but also those around them. 
What is particularly striking about dementia is how the individual can remain physically 
present yet become increasingly psychological absent as the disease progresses. This is such a 
unique experience and I began to explore this through academic research. While working in 
adult community mental health with individuals with complex mental health difficulties as 
part of my training, I became increasingly interested in research highlighting the benefits of 
self-compassion techniques in alleviating suffering. At this stage of my training I had just 
recently experienced grief, having lost my mother unexpectedly. I noticed during my own 
personal journey through grief, and later during the research process, that self-compassion 
was something that did not come naturally to me, especially in the midst of suffering. My 
tendency to engage in self-criticism and ruminate over past regrets and perceived mistakes 
made the experience much more emotionally challenging for me. Having gone through this 
experience, I began to research self-compassion more closely as well as practice it, which I 
found very beneficial. Given my interest in dementia and caregiving, I wondered whether 
self-compassion could play an important role for individuals facing complex forms of grief, 
such as family members of loved ones with dementia. My interest in the topic escalated 
following a review of the literature, as it was clear that there was limited information 





3.13. Ethical considerations  
 3.13.1. Informed consent  
 As noted previously, informed consent was obtained from participants before 
commencing data collection. This was achieved by first ensuring that verbal consent had been 
provided by participants for the researcher to contact them via telephone after they have been 
informed about the study through the information sheet. The Clinical Psychologist and Nurse 
Specialist who acted as gatekeepers for the study sought this verbal consent from participants 
after providing them with the information sheet. Participants were provided with an 
opportunity to ask the additional questions either over the telephone to the researcher directly. 
Before data collection commenced, participants provided the researcher with verbal consent 
to attend for interview. At the time of interview, the researcher reviewed the information 
sheet with participants and provided the opportunity to ask further questions. If they were 
happy to proceed with the interview, they then provided written consent by signing the 
consent form (Appendix B). 
 Participants were informed that their decision to take part was entirely voluntary and 
would not affect the care they or their family received. Furthermore, they were informed of 
their right to withdraw from the study during the interview or until the end of December 
2019, when their information had been included in the analysis.  
 
 3.13.2. Confidentiality  
 Participants’ confidentiality and anonymity were ensured through the allocation of a 
unique pseudonym to each participant, with only the primary researcher having access to the 
coding sheet documenting participant pseudonyms and their real names. Participants were 
informed that information identifying them or their family would be removed from 
transcripts. Participants were made aware before data collection that there were limits to 
confidentiality if information was disclosed which raised concerns about their safety or 
the wellbeing, or the safety and well-being of another person. This information was 
provided to participants both orally and in writing.  
 Additional precautions were made to ensure confidentiality. The digital recording of 
interviews was transferred immediately from the audio recording device to an encrypted, 




researcher left the interview site. Hardcopy data (e.g. demographic questionnaires), consent 
forms and information including the identity of participants were stored in a locked cabinet 
within the Mental Health Service. Transcripts were reviewed solely by the primary 
researcher, except for peer review for the independent analysis audit, where segments of the 
transcripts were viewed by the project supervisors. For these reviews, these transcripts were 
anonymised and identifying information removed to protect confidentiality during this 
process. This involved changing the names of participants, and that of their families, and not 
including their occupation, place of residence or county. 
 3.13.3. Potential distress 
 There was potential for the research topic to cause distress in participants due to the 
discussion of negative emotions and experiences. This was addressed in several ways. Firstly, 
the researcher gauged participants’ emotional responses throughout the interview to monitor 
any changes in presentation that might indicate distress. Secondly, the participant was offered 
the opportunity to take breaks or withdraw from the interview if it appeared that they were 
finding it emotionally challenging, as evident by crying. Thirdly, participants were provided 
with a debriefing sheet containing the contact details of a Senior Clinical Psychologist if they 
required further support, as well as the contact details of relevant support services and 
information regarding additional HSE supports (See Appendix C). Any concerns noted 
during the interview were discussed with the Nurse Specialist, who acted as a gatekeeper, and 
knew the participants well. She was to make contact with participants if any concerns were 
highlighted. The researcher also contacted each participant via telephone within a week after 
the interview to check in and see how they were. Participants did not report any concerns or 
upset following the interview and a number of participants highlighted that they found talking 
about their experiences beneficial. If participants had reported distress the Senior Clinical 
Psychologist within the service would be notified to provide additional support. Participants 
were also reminded of the contact details provided on the debriefing sheet, should they 
require any emotional support in the aftermath of the interview. 
Reflective Box: The Research Process 
The recruitment phase of the research process went smoothly thanks to the support of the 
Older Adult Mental Health Service. Interviews took place over several months which gave 




found myself at ease in this role. Listening to participants’ stories was emotionally 
challenging at times given the nature of their experiences and therefore I was careful to note 
anything that emerged for me during and after the interview process. It also helped to discuss 
this with my research supervisor. Some interviews were more challenging than others in that 
for some participants, it was perhaps easier for them to reflect on their internal processes and 
emotions. For some of the older adults, it proved to be more challenging to tap into these 
experiences. This involved me having to adapt my approach to suit the individual and being 
sensitive to their abilities and needs in my capacity as a researcher. I had to be aware of my 
desire at times to move into the role of clinician. This required ongoing awareness and 
reflection in order to manage this. Through listening to audio recordings of initial interviews I 
became aware of some natural inclinations, such as a desire to provide reassurance, which I 
wrote down and read prior to each subsequent interview.  The analysis phase was challenging 
in that it was quite time consuming. I felt I had gathered sufficient rich data but I was also 
keen to make sure I allowed sufficient time to examine each case. However, once I immersed 
myself in the data I found the process to be enlightening and exciting, and it made me more 
determined to accurately capture the experiences, and include the voices of the participants, 
who are fundamental to this study.  
 
3.14. Summary 
This chapter provided a comprehensive overview of the study’s methodological design 
and procedures. Other issues relevant for qualitative research were also highlighted including 




Chapter Four: Findings  
 4.1. Introduction  
Following a period of extensive data analysis, a number of themes were identified. The 
following chapter will highlight these themes in detail. In order to remain close to 
participants’ experiences and ensure that their voices are heard, direct quotations from 
participant accounts will be utilised throughout. These will be accompanied by analytical 
comments which capture the researcher’s own interpretation of each theme. Reflection boxes 
will also be included at various points throughout the chapter to highlight aspects of the 
researcher’s reflexive process.  
4.2. Overview of the superordinate themes  
Four clusters of superordinate themes were identified following close examination of 
participants’ accounts. These are: relational challenges; coping responses; caring for self; and 
enhanced knowledge leading to more effective responses to self and others. A number of 
subordinate themes emerged within each superordinate theme as outlined in Table 3. These 
will be discussed in turn.  
Table 3: List of superordinate themes and subordinate themes 
Superordinate Themes Subordinate Themes 
 
1. Relational challenges   (i) Impact of loss within the relationship 
(ii) Challenging family dynamics 
 
2. Coping responses 
 
(i) Self-criticism 
(ii) Use of avoidance and distraction 
 
3. Caring for self   (i) Seeking support  
(ii) Taking time for oneself  
 
4. Enhanced awareness leading to 
more effective responses to self 
and others 
(i) Learning how to respond to difficult 
behaviours 





4.3. Superordinate Theme: Relational challenges  
Across participants’ accounts relational challenges was identified as a prominent theme. 
This includes the impact of a loss within the relationship with the person with dementia as 
well as challenging family dynamics; all of which appear to pose significant emotional 
challenges to participants in how they relate to themselves within their role.  
4.3.1. Sub-theme (i):  Impact of loss within the relationship  
Across participants’ accounts, the impact of experiencing loss within their 
relationship with the person with dementia posed a number of difficulties. For many 
participants, unusual behaviours which were indicators that the person had changed elicited 
strong responses due to complex feelings, including embarrassment, loss and frustration.  
 Marie highlighted feeling embarrassed over her husband’s behaviour around friends 
or people they used to socialise frequently with; especially given it is such a change from 
how he used to be. She highlighted: 
I suppose I have to admit that I am embarrassed because of what he has done or what 
he is, and I seem to, at times, have to explain that he’s not, and I don’t like doing that, 
for some reason I find that very hard to do. Like I would do it with friends or with 
people that realise and haven’t met him in a while and that he would have no 
knowledge of who they were. That’s his biggest challenge and I would have to say. 
         (Marie, p. 9). 
Marie's comment about feeling embarrassed “because of what he has done or what he is” (p. 
9) around other people is particularly striking and it appears Marie is struggling to come to 
terms with the changes in her husband as a result of dementia, and how he comes across to 
other people as a result of these changes. Marie feels really embarrassed and ashamed by her 
husband. The shame is clear in how difficult Marie finds it to openly express and describe 
how he is here. She notes having “to explain that he’s not” but does not finish this sentence 
which suggests that it is too painful for her to admit these changes to herself. Marie’s 
description shows loss; not only with respect to her husband’s deterioration but also their 
relationship. It also impacts her social life as social gatherings are no longer what they used 




I suppose the feelings, you suppress a lot of them and then in one moment everything 
comes out, you know, the whole frustration that you feel within yourself, the sadness 
and, the whole lot of it.   
                  (Marie, p. 9) 
For Marie, there are moments when the painful feelings she has suppressed can no longer be 
contained and they all come out, leading her to feel overwhelmed. It is clear that Marie finds 
the gradual changes in her husband particularly painful and this will be further 
psychologically challenging for her as she comes to terms with his ongoing deterioration.  
Throughout Peter’s narrative the emotional impact of witnessing his wife’s ongoing 
deterioration was clear. While other participants seemed to be trying to avoid acknowledging 
the painful reality of what was happening with their family member, Peter reflected on it. He 
highlighted: 
It’s, it’s like you look, you look and shake your head and say this is tough. It’s tougher 
just to see her like that. She’s not enjoying the life in the way that she would if 
everything was normal. We have a lot of friends. We’d be meeting at somebody’s 
house maybe once every few weeks for dinner and in our house and various houses 
and she would be the soul of the party. I would see the life and soul and.. that’s gone. 
And I’m thinking from her point of view that she’s not capable of enjoying things that 
she used to enjoy.        
         (Peter, p. 22) 
It seems Peter, in the moment, acknowledges those deep painful feelings that arise when he 
witnesses his wife displaying behavioural and psychological symptoms of dementia. His 
reference to her previously being the “life and soul” of a party is very poignant and 
devastating. This is now “gone" despite his wife still being physically present. Peter’s 
compassion for his wife is striking also; he recognises his own pain but also feels for her 
because she is no longer enjoying life like she used to. This impacts him too as he can no 
longer socialise with her like they did; however, his focus is on her and what she is missing 
which reflects the extent of the love and care he has for his wife. He recognises the impact of 




We have a great relationship. Great relationship. I mean she is… the mildest, 
quietest.. she wouldn’t say boo to a ghost. She’s sees no ill in nobody. One of those. 
Suddenly she could see somebody now –“look at that bastard over there”… There 
might be nobody there. So the mind works in such  peculiar ways and it’s eh, it’s it’s 
eh eh, one of the worst things about it is that an exceptionally good mind go over the 
years, I mean she is a very smart lady, disintegrating in front of your eyes. 
                    (Peter, p. 2) 
Peter’s description of his wife ‘disintegrating’ captures the ongoing devastation that he is 
experiencing, watching the woman he loves deteriorate as a result of the disease and become 
someone so markedly different from how she was. Peter expresses a curiosity about the 
disease and its peculiarity in how it affects individuals. For him, the disease has changed his 
wife in extreme ways. However, he recognises it is the disease and not her, and while this 
does not alleviate the pain he experiences, it facilitates acknowledgement and acceptance. 
Peter’s ability to mindfully reflect on what is happening to his wife and his awareness of the 
impact of this on him without becoming overwhelmed, is demonstrative of a more self-
compassionate response. 
 Cathy also highlighted difficulties witnessing changes in her husband. In particular 
she noted his verbally aggressive behaviour towards her to be especially upsetting at the 
beginning. This was a marked change in how her husband used to be. She expressed her 
strong feelings in response to his behaviour: 
I hated him for that. He just really, he wasn’t nice to me but it was his illness. His 
disease. It is a disease really, you know. And I didn’t like him for that. And then I used 
to say.. sitting at night time, I do a bit of knitting at night time, he might sit and watch 
a bit of telly, watch Coronation Street or watch, a few things he’ll kind of watch you 
know, and then he’d fall asleep and I’d be saying crying to myself “gosh, you’re not 
the man you used to be. 
                   (Cathy, p. 8) 
Cathy’s strong emotions towards her husband due to his behaviour are in conflict with her 
thoughts that it is his disease that is causing it. It also causes confusion because the behaviour 




is not how he was. As a result, Cathy’s automatic response to her husband's behaviours is 
driven by frustration and hurt. This is hard for her to manage in the moment and she finds it 
hard to inhibit her reactions and respond more mindfully. Instead she demonstrates a 
tendency to over-identify with the strong emotions she experiences which are elicited by her 
husband’s behaviours.  
 Paula expressed that she used to become very emotional in the initial stages when she 
noticed changes in her husband, especially his aggressive behaviour towards her. She 
expressed how: 
At the beginning I was just.. really I used to cry and I, you know, people would say to me 
“that’s not him”, you know which it’s not. He was always very gentle and em you know, 
do anything for anybody or but to see him change like that it was just.. you know it 
doesn’t bother me now because I know, you know that’s part of the.. problem, you know. 
                (Paula, pp 2-3) 
Paula highlighted the emotional impact of her husband’s behaviour on her, which is very 
upsetting given it is such a contrast to how he used to be. While Paula understands now that it 
is the condition, at the beginning it was very hard for her not to take it personally.  
Philomena, who supports her mother with dementia, also expressed sadness at 
witnessing ongoing change in her mother. For Philomena, it is the “apathy part” that is a 
“constant reminder that she is not herself” (p. 21). From never really having to worry about 
her parents she now found herself in the role of a parent to them which is emotionally 
challenging. Throughout her interview it was clear that Philomena was really struggling with 
the changes occurring in her mother and this was very painful for her. In order to manage 
these painful feelings, there was a sense of denial in some respects regarding what was 
happening with her mother as it is clear that she was continuously trying to get her back to 
her “old self”. 
4.3.2. Sub-theme (ii): Challenging family dynamics 
The impact of family dynamics was identified as a prominent theme across 
participants’ transcripts. Some participants spoke of having positive support from family 




personal difficulties in the caregiving role. A lack of cohesion was described within a number 
of families often leading to negative emotions, directed at self and others, which hindered 
more self-compassionate responses. 
Challenging family interactions was a prominent theme in Philomena’s interview. 
Philomena, along with her sister Anne, provide the majority of support to her mother with 
dementia compared to her other six siblings. Philomena and her sister do not live with their 
mother. Philomena expressed frustration at her father for not doing more to support her 
mother as he is living with her. She expressed: 
I think sometimes it suits him to let her go to bed, you know that sort of, there’s a lot 
of that going on and I’m kinda saying “oh for God’s sake” and we’d go down then 
and she’d be in the bed (whispers..) like in the summer time, it would be 
heartbreaking.      
 (Philomena, p. 3) 
The strong emotions that Philomena experiences thinking about her mother being in bed is 
clear here. She expresses frustration and anger at her father, believing he is suiting himself 
rather putting the best interests of her mother first. There is a sense of powerlessness in 
Philomena's account and a lack of control due to not being able to manage the situation. As 
Philomena cannot be there all the time to ensure her mother is not lying in bed, she has to rely 
on her father to actively do this but this is not happening which leads to feelings of frustration 
and resentment. Philomena may feel greater pressure and responsibility as a result of her 
father’s inaction, perhaps leading to feelings of guilt for not being there. Despite clear anger 
and frustration directed at her father, Philomena, at times, also expressed feeling sorry for 
him which produces feeling of concern for him as well as guilt for being angry. 
 Philomena also highlighted how unhelpful dynamics play out amongst the wider 
family and how all of her siblings are not on the same page. This clearly is having a negative 
impact on her. She highlighted how:  
There’s something going on at the moment… me father in his frustration is going, he 
would be going around moaning and it would be..am… kinda playing one off against the 
other that sort of thing… I feel the others are on another page, that’s the only way I can 




them all and give a little “oh she’s in her bed again” and it’s, he’s playing the victim all 
the time..and.. you see it was always my father who was the main man. He was an 
absolute.. like it’s poor Dad this and poor Dad that, you know and they’re, but they’re.. 
they mightn’t see my mother for a month, do you know the point I am making? So it’s, 
it’s, it’s the gospel according to my father... and I am not saying he does it consciously. 
He’s off-loading. He’s playing the victim. He’s “give me attention”. 
           (Philomena, p. 8) 
This extract from Philomena illuminates a strong sense of frustration and hurt as a result of 
the interpersonal dynamics within her family. There is a sense of injustice also it is as if she 
and her sister are being painted in a negative light, despite all the support they provide for 
their parents, while her other siblings are not as involved. Philomena’s anger with her father 
is very apparent. She resents him for causing greater tension and strain amongst her and her 
siblings. For Philomena it seems her other siblings do not understand what the current 
situation is like as they are too far removed. This leads to feelings of unfairness and anger. 
Philomena demonstrated a tendency to ruminate over these interpersonal difficulties within 
her family leading to an over-identification with strong negative thoughts and feelings that 
emerge. This is difficult for Philomena as it leads to greater personal distress, as well as 
ongoing interpersonal challenges, for her in her role.  
Claire, whose father has a diagnosis of dementia, moved in to support her mother because 
she was unable to manage. Despite the fact that it is her father who has dementia, Claire 
highlighted that her mother was the most challenging part of her role. She explained: 
The most challenging thing, I find, is actually is my Mum because she’s, she has, 
she’s em laying all her problems onto me because obviously I am the first person 
there besides my Dad so I find her quite…draining. I find my Mum more mentally 
draining than my Dad. Because she’s obviously like, she’ll say things to me like “your 
Dad did this, your Dad did that” and I’m like I know, I live with him, I see it but she 
goes on. My Mum’s quite negative. 




Claire feels a huge sense of pressure as a result of her mother “laying all her problems” onto 
her. The impact of this on Claire is clear, leading her to feel “mentally drained.” Claire 
expressed the impact of ongoing exposure to her mother’s ‘negativity’ on her, noting: 
It’s-it’s-it’s quite draining. It is like. And then sometimes I feel “oh my god, I hope..” 
you know because if you spend so much time with somebody you can start to become 
a little bit down and miserable and I don’t want that because I’ve to think about my 
family and my-my-my marriage. 
                (Claire, p. 17) 
Claire’s concern about the emotional impact of supporting her mother on her is evident and 
there is a sense of pressure that Claire has to be strong and positive as she tries to juggle 
competing roles as a daughter, wife, and mother. Claire is clearly negatively impacted by 
how her mother interacts with her. She expresses concern about how being able to continue to 
manage this and as a result, become “down and miserable” too. Claire demonstrated 
compassion for her mother but also acknowledged the impact of her behaviour on her.  
 Deirdre also spoke about interpersonal challenges with her only brother, who is not 
very involved in the care of their mother. While there was frustration and anger at her 
brother, there was also compassion for him. Deirdre recognised how providing support to 
their mother is especially challenging for him emotionally because their mother, due to her 
dementia, often confuses him with her husband. She highlighted: 
Oh, well I understand, he wouldn’t have been the best for tipping over to her anyway at 
the start of this, you know, am, him and his wife live completely different lives than us. 
They’ve no kids. He lives in a penthouse. Somewhere. That I was in once, ah, you know 
(laughs). It’s just a different world. A different life he has.. than I do. I do have to remind 
him. 
                         (Deirdre, p. 33) 
While Deirdre understands why providing support might be more challenging for him 
emotionally, there is a sense of injustice here that because they have different lives, she is left 
with the responsibility of being the primary caregiver. There appears to be underlying 




Furthermore, there is a sense of both Deirdre and her brother being far removed from each 
other, with her being alone in supporting her mother. While Deirdre displays compassion for 
others, such as her brother and mother, her strained relationship with them produces 
conflicting feelings. When Deirdre communicates these frustrated feelings, she feels bad for 
doing this and can be hard on herself as a result. 
Tension and strained relationships with siblings were also evident in Jane’s narrative. 
Jane spoke about fraught relationships with her brothers, who offer very little support to her 
with respect to caring for their mother with dementia. Jane is also the sole carer for her 
daughter who has significant mental health difficulties. There was a sense of isolation, but 
also a strong sense of responsibility, in Jane’s narrative. Regarding her brother she noted: “I 
was never going to get help from him” (p. 8). Despite having siblings and adult children, Jane 
feels alone in the role. She highlighted how: “There’s always been myself, nobody else. I 
don’t have anybody I could say “would you go and do that”. I mean I have grown up 
daughters but they have their own lives” (p. 21).  
Jane cannot rely on others to help her and therefore has a lot of responsibility due to 
multiple caregiving responsibilities. Jane’s frustration and sense of injustice with her brothers 
was apparent when she highlighted how she is “I’m the only daughter and em there’s nobody 
else that will do anything” (p. 1). Like Deirdre, Jane is tasked with a role she did not 
necessarily choose and one that evokes ambivalent feelings due to the prior strained 
relationship she had with her mother. 
4.4. Superordinate theme:  Coping responses 
This superordinate theme highlights the strategies participants use to manage difficult 
experiences and emotions in their role. These include directing painful emotions inwards as 
evident with respect to participants being self-critical, as well as attempts to suppress or avoid 
painful emotions through the use of avoidance and distraction. 
4.4.1. Sub-theme (i): Self-criticism 
A number of participants demonstrated a tendency to be highly self-critical, which in 
turn led to feelings of shame and guilt, especially with regard to their responses to their 




Marie remarked that she can be hard on herself for responding to her husband in 
frustration. She described a particularly stressful situation when she was on holidays with 
him, and despite instructing him not to, he began making ‘neighing’ sounds at a team of 
horses that were passing by. This event caused Marie significant emotional upset because she 
has a fear of horses and was terrified that something serious would happen as a result of her 
husband’s behaviour. Marie highlighted how in the moment she became very upset and began 
to cry, and was very ‘cross’ with her husband afterwards. Despite on the one hand 
acknowledging the impact that this event had on her, Marie also was highly self-critical for 
getting so upset. She noted: 
I am kinda am very hard on myself then because I think why did I allow myself to get 
so upset when I know that he isn’t really taking it in. 
         (Marie, p. 8) 
Despite reacting strongly in the moment and recognising the emotional impact that the 
behaviour has on her, Marie blames herself for becoming upset and feels that she should 
know better. While being able to reflect on this on a rational level, the emotional impact of 
this event is clear. At times Marie forgets that her husband has dementia. She explained: 
I get caught out as (husband) is capable of making tea and doing things and, you 
know, and there’s a lot of things that he is still very capable of doing. 
        (Marie, p. 11) 
It is as if Marie gets lulled into a false sense of security as her husband does manage some 
normal activities. This can lead her to reacting strongly out of emotion in the moment, and 
then subsequent self-criticism for being “caught out" when she should have known better. 
Marie highlighted how her responses: 
Can leave me feeling very cross with myself or annoyed with myself if I react 
impatiently or if I react, if I am very tired and it is ongoing then I can react, for sure. 
                 (Marie, p. 26) 
 
Marie’s harsh inner critic is evident here as she berates herself for responding in a way she 




deterioration, which she acknowledges, these strong emotions also turn inwards. This causes 
greater distress for Marie in her role due to her constant scrutinising of her own behaviour, 
leading to self-questioning and self-blame. 
Deirdre spoke about an incredibly difficult event which occurred in the initial stages 
of the illness when she called to her mother’s house. She described how her mother “had 
stuffed the whole house in every suitcase and bag that there was” because she thought she 
had been left behind at a hotel (p. 23). It is clear that this event had a significant emotional 
impact on Deirdre and she expressed shock at what was “crazy” and completely unexpected. 
Deirdre expressed remorse about how she handled the situation. She admitted she “didn’t 
know what to do” and was on her own. She highlighted: 
I said “Mam, where are ya? Come on” and I opened the door. “Look at the number” 
but nothing I was saying was working… I said “come on, we have to unpack these 
bags” and I wasn’t as nice as I am talking to you now. I know that. I was harsh. 
“Jesus Christ, what are you doing”. 
                        (Deirdre, p. 24) 
The sense of shock and disbelief by her mother’s behaviour was evident here provoking a 
strong reaction from Deirdre. Despite acknowledging this, as well as the fact she had not 
realised that her mother was unwell at the time, Deirdre still blames herself, and feels guilty 
about, her response to her mother that day. This is captured when Deirdre questioned: 
Why didn’t I just throw my arms around her and say “Jesus Mam you’re home”, you 
know? I didn’t do that… I didn’t do that. 
              (Deirdre, p. 25) 
For Deirdre, her response that day is a deep source of regret for her. In hindsight she 
recognises her mother’s vulnerability and wishes she had reassured her. Deirdre has 
compassion for her mother as clearly evident in her reflection on the event. She demonstrated 
difficulty managing her own distress at the time, leading to a response which she now regrets. 





I was annoyed. I was angry. “What are you doing, please”. Is this going to happen 
again?.  Here we go again. Here we go again. 
                         (Deirdre, p. 25) 
The “here we go again” makes reference to the ongoing stress that Deirdre experienced prior 
to her mother becoming unwell, most notably the loss of her father to dementia and her sister 
to cancer. The thoughts of having to go through this again provoked a strong response from 
Deirdre, who, at the time, was still trying to come to terms with previous traumatic 
experiences. Deirdre noted that often she has “to speak severely” to herself regarding how 
she responds to her mother. This is an ongoing challenge for her, and she criticises herself for 
responding with emotion, leading to feelings of guilt. The guilt perhaps reflects Deirdre’s 
compassionate nature as she also feels for her mother. Her lack of self-compassion is clear, 
however, as she continues to criticise herself, and over-identify with feelings of guilt, which 
appears to have a significant impact on her emotionally. 
Unlike other participants, Dennis’s frustration and anger was directed outwards at his 
wife with dementia rather than inwards towards himself. Dennis appeared to justify his 
responses to his wife’s aggressive behaviour. He highlighted: 
When you get eh somebody in your ear or in your face every day with non-sency stuff, 
you just say get away, don’t annoy me and go away. 
       (Dennis, p.10) 
Dennis’s description of what he experiences highlights a strong sense of frustration. There is 
also a sense of being trapped by his wife and a strong desire to get away from her. Despite the 
clear sense of anger and frustration from Dennis, when reflecting on he feels about how she 
responds he noted: 
I don’t feel anything. Jesus if you’ve somebody in your face giving out all the time, 
you will get annoyed. It’s like having a cranky mother, you know. 
      (Dennis, p. 11) 
Here Dennis acknowledged the impact of his wife’s behaviour on him, and validates and 
normalises his responses to her. For Dennis his responses are justified given what he 




to his wife to “get away” may be a way of enforcing a boundary between them. In some 
ways Dennis might appear self-compassionate for he recognises the strong impact of the 
behaviours on him, and his needs, such as to “get away”. However, in other ways, Dennis 
over-identifies with his negative thoughts and feelings towards his wife, often leading to 
negative responses which seems to make the situation worse. This was clearly evident during 
the interview in how Dennis spoke about his wife and his reactions to her.   
 In Paula’s narrative, the impact of her husband’s negative responses to her was clear. 
She highlighted how: 
[The] relationship now, at times, I’m the worst in the world… If I get him to, if I don’t 
let him.. see he’d want to go up the stairs or he’d want to em do something and I’d 
say no it’s too dangerous you can’t do that and then he’ll get eh annoyed and I never 
let him do anything and I’m no good. 
                   (Paula, p. 2) 
Paula highlights her role in needing to be assertive with her husband in order to ensure his 
safety. However, despite her best intentions, her husband reacts negatively to her which 
results in self-criticism. Her response to herself in this situation involves a further 
disintegration of self. 
In contrast to other participants, Peter was less self-critical in how he handled difficult 
situations involving his wife with dementia. He acknowledged making “mistakes” initially in 
terms of how he responded but that he has learned from this. Reflecting on how he handled a 
situation whereby his wife is highly distressed, Peter noted: 
I think I handled it reasonably well. Like if you said if you, if you know now what or if 
you knew then what you know now, would you have done things differently? Eh, 
probably. Probably not. 
                             (Peter, p. 18) 
Rather than blaming himself for things not going well, or things escalating, Peter 
acknowledges his own limitations. He also recognises the role of external factors and the 
impact of these on her behaviour, such as medication, rather than focusing on what he did or 




tendency to put the problem in perspective. Based on what he reported he also demonstrates a 
more mindful approach as evident by his ability to manage a highly distressing event without 
becoming overwhelmed or reacting too strongly to it.  
Margaret also took a kinder approach to herself when responding to her husband’s 
behaviours, expressing that she feels everyone has a tendency to be hard on themselves but 
viewed her responses as “normal” given the impact of the situation on her. She described 
how he does things that invade her personal space, such as “deliberately” positioning himself 
across her pillow at night. In terms of her response to this she noted:  
Oh I’d tell him. I do tell him, you know. “That’s my pillow. That’s your pillow” or 
“or “you’re pushing me out. Where am I supposed to sleep? 
               (Margaret, p. 21) 
Margaret recognises the impact of her husband’s behaviours on her both practically and 
emotionally. She also recognises her own needs and can be assertive without evaluating 
herself negatively for this. Margaret’s sense of common humanity is evident in how she is 
able to acknowledge her emotional pain without judgement and recognise it as part of a 
normal human response.  
 4.4.2. Sub-theme (ii): Use of avoidance and distraction 
 The use of avoidance and distraction as a means of managing difficult circumstances 
was evident across the majority of participants’ accounts. This was particularly evident in 
Jane’s case. Jane noted how “when [painful thoughts] come in and I get upset, I just shut 
them out” (p. 11). Jane joked about her being able to do this as a result of “years of training” 
which suggests that this is a strategy she has employed historically. Painful feelings about her 
father’s passing as a result of dementia were particularly difficult for Jane. She explained: 
I close it off. Yeah, it’s the way I cope. Amm occasionally something might come in 
and if I get, or if I look at a photograph of my father a certain way… I just shut it off 
and leave the room. I don’t go back into my living room. That’s how I cope. Because I 
have to focus on what I’ve to do. I’ve to look after mam. 




Jane tries to suppress painful feelings and memories about her father, especially of the latter 
stages of his life, which are traumatic for her. It is not always possible to do this, however, as 
sharp and sudden reminders can trigger these for her. Her response to this is to “just shut it 
off and leave the room” in order to avoid them because it is too painful for her. Additionally, 
for Jane, allowing these painful thoughts and feelings to come in would result in her not 
being able to function. She explained:  
I have to function. It’s too hard. It’s too hard to even think about my Dad (gets
 emotional). God love him. 
                  (Jane, p. 12) 
Perhaps there is also fear that if she was to truly acknowledge this pain, she would not be able 
to cope. Jane described keeping busy as a way of avoiding dealing with painful emotions. 
Interestingly she noted how she used to cope by drinking alcohol to excess, which had the 
effect of suppressing painful emotions, but gave this up. She highlighted how that in the 
aftermath of giving up alcohol, her “OCPD [Obsessive-Compulsive Personality Disorder] 
really took off” (p. 23). Keeping busy and distracting herself was acknowledged by Jane as a 
coping strategy which she uses. However, emotions at time can become so overwhelming 
that she cannot suppress them, leading to greater distress. 
It was clear from Claire’s narrative that she places value on being productive and 
getting things done around that house, and that keeping busy with various tasks in a 
regimented fashion is a way which Claire copes with painful emotions and feelings. Claire 
spoke about having “OCD” [obsessive compulsive disorder] and that she has to have every 
job done “perfectly”. She explained how if she does not get something done “it throws me 
off completely and then I feel guilty” (p. 11). Claire described challenges she faces when she 
is doing household tasks and her mother interrupts and starts ‘moaning’ about her father. 
Describing her response to this Claire highlighted how: 
I just kinda, (high pitched) yeah, it’s usually when I’m doing something cause I never 
sit down (laughs) so if it happens while I’m doing something, I just continue doing 
that thing so you know amm or I might turn around and say something like em “oh I 




about. Or things like kinda distract it, that way. You know?... I’m kind of avoiding 
her, yeah avoiding her emm conversation (laughs). It’s terrible but it’s true. 
                (Claire, p. 16) 
For Claire, the use of distraction techniques and avoidance is perhaps a helpful strategy rather 
than getting angry at her mother. However, there is a sense of guilt for ignoring her mother as 
evident by her reference to how she responds as being “terrible”. Interestingly, Claire 
highlighted the role of medication in managing her anger, and therefore her responses. She 
described how previously when she became overwhelmed she would: 
Just burst and then after it happens I feel real bad for shouting at her or for giving 
out for something silly you know in that way or a couple of times if-if I would snap at 
my Mum like “I know, I know that” or you know where I’d never do that to my Mum, 
you know so, and then after it happens I feel real bad then. 
                (Claire, p. 23) 
For Claire, medication may be a way for her to manage, suppress or dampen difficult 
emotions, such as anger or resentment, which she views as unacceptable and something she 
would feel guilty for. This places pressure on Claire to act in a particular way, leading to 
suppressed emotions and difficulties living in the moment. 
It was clear when talking to other participants that while it might not have been 
explicitly stated, they experienced great difficulty acknowledging painful emotions related to 
their role. This was evident when participants changed the subject or minimised their 
experiences. For example, when asked about more about how she feels in relation to how she 
handled a specific situation Deirdre stated: “I don’t want to talk about, amm it’s just life and 
it’s hard and you have to get on with it” (p. 27). There was evidence of avoidance of painful 
emotions across a number of transcripts. 
Throughout Philomena’s narrative there was an element of avoidance when it came to 
talking about what was happening with her mother as a result of dementia. She was especially 
preoccupied with the strained relationships in her family. Philomena, on one occasion, 
became very emotional when talking about her mother’s deterioration. It was clear that this 




behaviour of other family members, this served as a distraction away from the painful reality 
of what was really happening. 
Reflection Box  
I noticed that some participants were somewhat avoidant when it came to discussing painful 
thoughts and feelings, especially in relation to their actions or their loved one’s deterioration. 
When Deirdre abruptly ended the conversation with respect to how she handled a distressing 
situation, it is clear that we were tapping into something that was emotionally quite raw for 
her; something perhaps was too painful for her to acknowledge. It really caught me off guard 
as Deirdre had up until that point been openly discussing her experiences. As a result, I found 
that I was quite cautious regarding what questions I asked and it made me think before I 
asked any follow up questions.   
Philomena found it difficult to talk about her mother’s deterioration in depth and appeared to 
divert the conversation to discussions about her family members instead. On one occasion I 
was struck by her raw emotion when she acknowledged her mother’s deterioration and the 
impact of witnessing this on her emotionally. However, she did not stay in this for too long 
and her attention quickly moved back to talking about other family members and what they 
were not doing. This was frustrating for me at times as her narrative felt quite repetitive. 
However, during the analysis phrase, I was better able to see how this approach served as a 
protective strategy for her. 
Dennis seemed to project negative thoughts and feelings onto others and did not demonstrate 
awareness of his own contribution to situations, or the impact of the behaviours of his wife on 
him emotionally. I noticed that I probed a lot more as a result in order to try and get a little 
deeper under the surface. I felt a bit frustrated at his responses at times as I sensed there was 
more to what he was saying. On reflection, this may have been due to my own perception that 
Dennis was much more affected by his experiences than he admitted. It also made me reflect 
on how unusual this style of interview might have been for him, as an older man, who may 
not be used to, or finds it difficult, to talk about his emotions. This is a useful insight to 
consider in terms of clinical implications, most notably the importance of finding ways in 
which to approach and respond to older men who may, or may not, be struggling emotionally 




4.5. Superordinate theme: Caring for self  
This superordinate theme highlights how participants care for themselves within their 
role and the barriers to same. This is discussed in relation to seeking support and talking time 
for oneself. 
 4.5.1. Sub-theme (i) Seeking support  
Some barriers to asking for help were identified across a number of participants’ 
accounts. Marie highlighted that she can experience difficulty expressing her need for support 
at times. For Marie, she blamed herself for not seeking support from her family. In the 
following extract, Marie highlighted the impact of the caregiving role on her, but how she 
was reluctant to share this with her family. She noted: 
It creates a huge tiredness in my mind, for sure, for sure it’s a lot in my mind and why 
am I not prepared to talk about it to the rest of the family is that, am, I suppose they 
see me as their mom, they see me as the person the coper, and the person that has 
always coped and has been in, strong, and eh, you know and so maybe I don’t want to 
be that person who is not coping. Sometimes I ask myself that; why don’t you just say 
it out about how you’re feeling, how you really are feeling. 
       (Marie, p. 22). 
The pressure to “cope” and be strong places added pressure on Marie, and having to admit to 
her adult children that she was not coping would prove very challenging for her. It is clear 
that on one level Marie recognises that she is struggling at times and needs support. However, 
there is a reluctance to reach out to her adult children because she does not want to put them 
out or burden them with what she perceives is her responsibility to manage. Marie also 
highlighted that she is reluctant to seek support also because previous attempts have been 
unsuccessful: 
That’s the way I feel and so maybe I don’t reach out enough and ask. You know? And 
each time I have done it, it hasn’t worked so I kind of think, like I would give anything 
for (daughter) who lives in (nearby county), for her to say: “Mum, I’ll take Dad for 
the weekend and you can have some time off” but I wouldn’t ask that unless they 




you know? But I still think he is not bad, at the worst point yet, and maybe I can 
manage. That’s what I feel too; that I can manage day to day. 
                     (Marie, pp 19-20) 
Marie’s tendency to engage in self-questioning and self-scrutiny is apparent here, which 
appears to lead to rumination rather than action. It is clear that she feels let down by her adult 
children for not recognising that she needs help, and volunteering to do so. It is like she is not 
being seen. She wishes that they would recognise her needs, rather than her having to express 
them as this is something she really struggles with doing as it would be admitting that she 
was unable to cope. Fear of being a “failure” perhaps reflects Marie’s high expectations for 
herself. She is reassuring herself that she can manage at the moment as he is not “at the worst 
point yet” but it is clear that this is not how she feels. This places immense pressure on Marie 
which is likely to increase as her husband further deteriorates.  
In contrast to Marie, Peter spoke about dealing with very stressful situations when his 
wife becomes very distressed and how he asks for support if things become unmanageable for 
him. He described one particular situation when his wife became very distressed and he was 
unable to deescalate the situation. He explained: 
First of all, it got out of control for me anyway. Totally out of control… but I am also 
under instruction from the son and daughter-in-law, if it happens, ring. 
                  (Peter, p. 12) 
Peter recognises when he can no longer manage a situation and being “under instruction” 
from his son and daughter-in-law enables him to reach out and seek support, when it is 
needed. He further noted: 
 There’s always at the end of the phone and eh but I suppose I would be regarded as
 being a fairly strong individual and eh eh logical. Ok there’s a problem here, how am
 I going to solve it. Not “oh god, oh god”, I don’t do that. 
                              (Peter, p. 16) 
Despite self-identifying as a “fairly strong individual”, Peter’s self-compassion is evident for 
he acknowledges his own limitations, without self-judgement, and will seek support if he 




approach to such a distressing situation is protective in this instance as he can problem-solve, 
plan, and take action without becoming too overwhelmed. His acceptance of the situation is 
also clear; he recognises there is a problem that needs to be addressed rather than avoiding it 
or reacting strongly to it. 
Paula noted that in the initial stages of her husband’s illness she found it difficult to 
ask her adult children for help. She explained: 
I did find it hard to ask for help before. I wouldn’t pick up the phone. This is now 
before he went into hospital. I’d kind of, no I’ll cope myself you know before I’d really 
ring them, you know that kind of way and am, yeah before he went into hospital there 
was nights like I, that he didn’t sleep and he’d be in and out and in and out and I 
would feel like ringing some of them but I wouldn’t and then they were giving out, you 
know, because it didn’t matter what time of the day or night, I was to ring them. 
                 (Paula, p. 18) 
Paula described trying to cope herself before seeking support from her adult children as she 
did not want to put them out. This is despite her adult children expressing that she is to ring 
them if needed. Paula was considering the needs of her adult children over her own and felt 
pressure to remain strong and manage. However, Paula noted that it got to a point when she 
was no longer able to do this: 
I felt I wasn’t able anymore. I wouldn’t be able to lift him. I wouldn’t be able to, you 
know. I was just getting.. tired. You, you feel your energy, you know, you just wanted 
to sit down (laughs) and just die sometimes (laughs) you know but em. Now I have to 
the help is brilliant and it, and then one of them will stay over at night. 
           (Paula, pp 18 -19) 
While Paula would have originally put others’ needs before her own and try to manage 
without help, it came to the stage when she was no longer able to do this and had to ask for 
help. Despite this initial reluctance to seek support, having it now “means everything… You 
just wouldn’t.. other than that you’d go crazy” (p. 3). Paula implicitly recognises her own 




However, it also seems that this was initiated by Paula’s children recognising her changing 
needs, and insisting on giving her support, before she felt comfortable taking it. 
Dennis noted that he talks to his adult children a lot over the phone about his 
experiences with his wife. He noted: “maybe that was my outlet; I’d ring Jill and say “oh 
Christ, what a day” (p. 12). Being able to discuss the situation with his adult children is 
beneficial for him as they have similar experiences and can relate to what he is going 
through. Dennis highlighted how: 
It’s not as if I’m the recipient of all the anger or whatever, they were equally when 
they were there or even on the phone. They were equally the recipient of it. 
               (Dennis, p. 13) 
Dennis can talk to his adult children because they understand what it like for him, having also 
been on the receiving end of his wife’s anger.  As a result, Dennis does not feel alone in his 
difficulties. However, Dennis’s adult children do not live close-by, so he relies on telephone 
contact.  
Cathy spoke about the support she receives from her daughter, Ciara. Cathy had 
previously lived on her own supporting her husband with dementia. She expressed how 
difficult it was for her, especially given her mental and physical health. She highlighted: 
I think you have to live with it 24/7, or some of it, for some people. I know that, you 
know I don’t, I don’t have a lot of friends now that I see but anybody I’ve spoken to, 
they’ve never had it so they don’t know how it is… You know but it is tough. It’s hard. 
It’s hard. You don’t realise until, you know, it is hard…I’m getting along. Ciara said 
for somebody to have someone sane or normal to talk to, you know and the kids, it 
keeps me going. Talking to them or talking to Ciara. 
                 (Cathy, p. 28) 
A sense of isolation prior to her daughter moving in is captured here. Cathy described having 
no one she could talk to who could relate to her experiences. Having her daughter now living 
with her provides her with this company and she is somebody who experiences what she 
does. Cathy noted that it was her daughter who stressed the importance of having somebody 




perhaps an overreliance on her daughter to support her due to feelings of fear, isolation, and 
uncertainty. 
 4.5.2. Sub-theme (ii): Taking time for oneself  
 Many participants spoke about the importance of taking time for themselves as a way 
of coping in the role, while also illuminating practical and personal challenges to this. Mary 
acknowledged her need to have time to herself after spending time with her mother: 
I just like to chill out on me own for a little while when you’re after being with her 
and it’s constant… Then it’s time to go home and put me telly on and just give me an 
hour and I’ll be fine. It’s just to get your own brain back, I think, to, as I say, relax me 
own brain. 
                 (Mary, p. 15) 
Mary recognises the impact that being around her mother’s repetitive behaviour has on her 
mentally, and the need to take time alone in order to recuperate after. However, she also 
acknowledges some psychological challenges to this, especially when she is leaving her 
mother’s house. She highlighted: 
I do feel guilty when I have to go home, d’ya know what I mean. I’d be saying I 
should have stayed with her… if I could stay I would but you have to go home to your 
own home. You’ve a home, house to run so. 
                    (Mary, pp. 12-13) 
It is clear that Mary experiences competing demands; not only in terms of providing care for 
her mother, but also running her own household. Additionally, there are competing demands 
between her mother’s needs and that of her own. She recognises she needs the break but also 
feels guilty for doing so. Mary’s management of this involves “taking deep breaths” and 
“getting on with it” (p. 29). However, it is clear that she finds it difficult to completely shut 
off due to concerns that she should be with her mother, despite knowing that one of her 
siblings is with her mother when she is not. Despite this internal conflict, Mary recognises the 





 Jane also recognised her own limitations in not being able to stay with her mother at 
all times, but this produced conflict for her. She explained: 
I couldn’t live with her. I couldn’t live with her. I always said I would never live with 
my mother. Now, I’d change that. I will know if it’s time for me to live with my mother 
but it wouldn’t be while she is still able to, because she can-couldn’t. 
                   (Jane, p. 29) 
Jane’s prior strained relationship with her mother led to greater challenges in her role, 
producing conflicting feelings. Jane’s repetition of “I couldn’t live with her” is striking and 
suggests the idea of living with her mother elicits very strong negative emotions, and 
something she recognises she cannot do. Interestingly, this phrase is used in the present tense 
but her attitude towards her living situation has had to evolve due to her mother’s ongoing 
deterioration due to dementia. Jane experiences ambivalent feelings leading to internal 
psychological conflict. This is further captured when she explained: 
I worry about her at night. I do and I think about her every night. I mean even for a 
normal person you know going to bed, a younger person amm been in the house in the 
dark at night she must be frightened. I wouldn’t have felt that in the earlier years 
when my Da was still alive (inhales deeply)..but I do feel for her in that way. 
                   (Jane, p. 34) 
While Jane recognises that she cannot live with her mother due to the emotional impact on 
her, she experiences guilt and worry thinking about her mother at night on her own. It is clear 
that while there are a lot of negative feelings towards her mother, she also has compassion for 
her, which leads to greater emotional upset for Jane due to the conflicting feelings she 
experiences. 
In her role Claire highlighted her need to get out of the house sometimes and because 
her father cannot be left alone, she has an excuse to go by herself rather than have her mother 
come with her. She explained: 
In a way I kind of get away with that now because she, we don’t try to leave him by 
himself. Am so but, that is how I would kinda cope. Yeah, or just sit and watch telly 




just sit in silence. When my Mum and Dad are in their sitting room and the kids are 
asleep and I’m in my sitting room and sometimes I just sit in silence. 
               (Claire, p. 20) 
Claire acknowledges the importance of having her own space in the house as a way of getting 
a break from both her parents. This appears to be paramount to her coping on a daily basis. 
However, there appeared to be restrictions with respect to what Claire would allow herself to 
do as she expressed feeling guilty for not doing enough around the house and for not 
spending more time with her father. In terms of taking time for herself Claire acknowledged: 
I don’t do anything for myself at all. Amm, really. But then sometimes do think oh I’d 
really love to just go for a massage but then I feel if I go for a massage my Mum or 
Dad would be like oh isn’t she good to herself. You know, sometimes I do think that; 
that I’m afraid to do things for myself incase it’s like (changes voice) “oh isn’t she 
good to herself”. But everyone tells me to do it (laughs). 
                (Claire, p. 26) 
Claire expressed concern about how others might perceive her if she was to take time for 
herself, highlighting that she would be “afraid” to do things for herself in case other people 
judged her negatively. Claire’s identity appears to be tied in with being the carer for others 
and for being productive, and despite wanting to treat herself, she fears that others will view 
her as selfish. Claire may feel undeserving of this time due to the high expectations she sets 
herself, as well as the value she places on being productive.  
Cathy reported experiencing difficulty taking time for herself outside of the home 
because her husband would want to come with her and she would have to say no, leading her 
to feel guilty. She highlighted how it was her doctor that stressed the importance of her 
looking after herself. She noted: 
“I’m on anti-depressants and that, he said I can’t come off them because of the 
position you’re in and he says, look you have to go out and leave him and sometimes I 
just have to say I am going up to the shops. Even if I just go in and sit and have a 
coffee. I have to. And then he’ll say can I come with you. And that’s hard when he 




Cathy’s vulnerability is evident here. She highlights that she is on anti-depressants and 
dealing with a lot of stress. Despite this acknowledgement, taking time for herself produced 
feelings of guilt. However, her doctor telling her that she needs to get out and leave him 
appeared to alleviate some of these guilty feelings. This was further helped by the doctor 
explaining the importance of self-care:  “you know he said, if you’re not there, if you’re sick 
what is going to happen to him?” (p. 10). This increased Cathy’s awareness of the need to 
look after herself. This was framed in such a way that allows or gives her permission to look 
after herself as it is for the benefit of her husband also.  
 Deirdre acknowledged the need to take time for herself but was prevented from doing 
so because she was always “feeling like I could be doing more” (p. 20). She further 
highlighted feeling: 
Tired and burned out. I can’t take off every weekend. I can’t make plans. I can’t take 
a holiday. I couldn’t tell my Mam that I am going somewhere and not bring her. 
               (Deirdre, p. 20) 
Despite acknowledging what she would like, and perhaps needs, to do, Deirdre also feels that 
she could be doing more. In terms of coping with these feelings she reported that she has “to 
say that I am doing as much as I can and that’s all I can do” (p. 29) but despite this self-
reassurance, the feelings of guilt do not go away. In particular, Deirdre expressed guilt for not 
living with her mother. She highlighted: 
Now I couldn’t live with me mother. Sorry, I know that sounds dreadful. I know there 
is wonderful people out there who have their, I’d have me Da, isn’t that a terrible 
thing to say? I’d have looked after me Da. I couldn’t cope with me mother. I cope 
with her in what I do. I do my best that I can but it’s a complicated..  just the way she 
makes me feel. Nothing is ever good. It’s always cry, cry, cry. God help her. But she 
was always that type of a person before this so this is not all the dementia. She would 
suck the life out of ya, you know that kind of way? 
              (Deirdre, p. 18) 
Deirdre acknowledges her limitations in being able to live with her mother and support her 




evident. While she acknowledges the impact of her mother’s behaviour on her, she is 
conscious that this comes across as “dreadful” to others which may be reflect underlying 
feelings of shame. 
 Peter stressed the importance of taking time for himself, recognising this as essential 
in enabling him to manage in the role and also in ensuring that his adult children are not 
burdened with the responsibility of looking after his wife if something were to happen to him. 
He noted: 
The whole focus is making sure that that she is getting as much care as possible. 
Because that’s the primary thing and for myself, the, one of my main goals is trying to 
stay sane and healthy. There’s much to look after but I don’t want the burden passed 
on to the family, if something happened to me. 
         (Peter, p. 11) 
Peter’s need to “stay sane and healthy” is related to being there for others in his family, and 
ensuring that his adult children are not burdened with the responsibility he is currently 
carrying. This places a lot of pressure on Peter but he takes a very practical approach to this 
and is happy to be there to support to his wife. Peter’s self-compassion is evident. He 
acknowledges the emotional impact of the role on him and identifies activities to keep him 
sane and healthy, such as playing golf and meeting friends for pints in the local pub. He also 
sees himself paying money for professional carers to provide additional support hours in the 
future.  
4.6. Superordinate theme: Enhanced awareness leading to more effective responses 
to self and others 
The fourth and final superordinate theme, ‘enhanced self-awareness leading to more 
effective responses to self and others’, highlights the benefits of learning new strategies to 
support coping in their role. This includes learning how to respond to difficult behaviours and 
adopting new coping strategies which lead to more effective responses to self and others. 
4.6.1. Sub-theme (i): Learning how to respond to difficult behaviours 
Throughout a number of interviews participants spoke about the benefits of having 




appeared to support them in managing stressful situations in the moment. This, for the most 
part, was achieved through receiving psychoeducation through an Older Adult Mental 
Service, either at carer’s evenings or on a one-to-one basis with professionals. 
Mary spoke about how through attending carer’s evenings offered by an Older Adult 
Mental Health Service she gained significant insight into her mother’s illness and behaviour, 
most notably her desire to go up and down the stairs repeatedly at home. She explained how:  
We never realised until last week on the course that you have to go into her world, 
you don’t realise these things, on the course they said she can’t come back to reality 
so you’ve got to go into hers. Now I think to myself she hasn’t seen upstairs. 
                  (Mary, p. 23) 
Mary’s attendance at the carer’s evening provided her with insight into her mother’s 
perspective and now realises that her mother cannot “come back to reality.” This facilitates a 
more compassionate response to her mother’s repetitive behaviour as Mary has a greater 
understanding on her mother’s needs which increases the likelihood of her reacting in a non-
judgemental way. 
Margaret also reported how attending a carer’s course on understanding dementia has 
“helped enormously”. She noted how before: “it was very hard for me not to jump in and say 
things.” She further highlighted how in response to her husband’s confusion: 
We tried to talk it out in the beginning because I didn’t know any better… after the  
course I did differently, but got out all the photographs. Lined them up. You know this 
is me, this is me when we were married. 
                         (Margaret, p. 2) 
 
There was a sense that Margaret was initially trying to resolve difficulties the way they used 
to but that this was no longer working due to her husband’s dementia. However, Margaret’s 
self-kindness was evident even prior to learning new strategies for she recognised how 
difficult this was for her. She also was accepting of herself in not having the knowledge 
previously. Through attending the course Margaret has learned how to approach upsetting 




Similarly, Paula expressed some regret at how she handled a difficult situation with 
her husband previously. She noted: 
I feel I did the wrong thing, you know what I mean, what I was doing was wrong and 
eh I shouldn’t have let myself get to that stage but you don’t, you actually don’t you 
know realise it and you don’t amm know what you’re doing, you know what I mean. 
You have to have.. it’s only since I started to go to the.. meetings and all that, you 
know, you realise other people are in the same position and the way they can handle 
it and you know.        
                   (Paula, p. 6) 
Paula would have previously been quite critical of how she handled situations involving her 
husband, blaming herself for not managing it more effectively. At the same time, she 
recognises that she did not know what to do at the time. Through getting advice from 
professionals and hearing other peoples’ stories, Paula now has greater knowledge of how to 
respond to her husband’s behaviour. This also instils a sense of common humanity as she is 
around others who are experiencing similar situations. She further highlighted how: 
If I feel like eh that there’s times that he is going to annoy me, I just get up and I, I’d 
go upstairs or I’d, you know, just for the few minutes and come back down then again.
                              (Paula, p. 8) 
This increased sense of awareness is hugely beneficial for Paula as she is now better able to 
identify signs that her husband’s behaviour is going to affect her and she is more likely to be 
proactive in removing herself from the situation, rather than react like she would have done 
previously. Paula appears to adopt a more self-compassionate mindset in how she responds to 
herself when faced with challenging behaviours, increasing her ability to be mindful of 
situations that elicit strong responses and reduce opportunities for self-blame as a result of 
utilising the strategies she has learned. 
Cathy spoke about getting to the stage when she felt she was no longer able to care for 
her husband anymore due to the emotional impact of his verbal aggression on her. She 
explained that in the initial stages she used to cry: 




think now, we know how to cope. Well it’s getting easier. 
              (Cathy, pp 4-5) 
Having an understanding of how to cope with the behaviour has made things easier for Cathy 
and she is no longer strongly affected by his behaviour. In terms of her change in response 
now she described how she now has a greater tendency to: 
Walk away if he gets into a wee tantrum, walk away. And now, I listen, I just get up or 
if I’m standing or doing something, like talking to him and standing there, he takes so 
long to tell you something and I’m starting to get.. and he’ll say “weewe” and I’ll say 
“wait, I have to do something, I’ll be back” and do it that way. 
                              (Cathy, p. 6) 
Cathy’s comment here is striking in that some of the terms she uses hint at underlying 
frustration, such as referring to her husband’s behaviour as a “tantrum” and mimicking what 
he says. While she acknowledges more helpful responses, she also acknowledged that it can 
be difficult sometimes. Nevertheless, having the awareness can facilitate a more self-
compassionate response through being more aware of one’s own feelings and needs, and 
reduce the likelihood of responding negatively in the moment. While this is an ongoing 
process of learning for Cathy, given how Cathy appraises her own situation, and her style of 
coping, it is likely she would benefit from additional supports. 
In terms of now supporting her mother, Deirdre highlighted how she learned some 
strategies from a dementia nurse specialist within an older adult mental health service. She 
explained how at the beginning it was difficult to manage: 
It’s horrible, horrible. Because at the beginning it was, before we went, you don’t 
know whether to be contradicting her, telling her that’s not the case which we were 
doing… We learned several ways to do it up with [dementia nurse specialist]. 
               (Deirdre, p. 32) 
Deirdre’s initial responses to her mother’s behaviour were that of frustration and uncertainty 
over how to respond to confusing behaviours. Deirdre acknowledged how unhelpful these 
were and that through learning from professionals she has a better grasp of how to handle 




Deirdre. However, it did not necessarily promote a self-compassionate response as Deirdre 
remained highly self-critical.  
 Claire also highlighted the benefits of attending the carer’s evenings. She noted: 
The girls give a good am they give good examples of how to cope with things as well 
which is great, and getting other peoples’ feedback, “oh maybe you should try this or 
you should do that” and those things actually do work because they, they’ve lived 
with it as well. 
                   (Claire, pp 26 -27) 
Attending a group with others with similar experiences was really helpful for Claire as she 
had the opportunity to hear how others manage in the role. Claire highlighted her response to 
hearing how others are doing. This provided opportunities to share tips and experiences.  
4.6.2. Sub-theme (ii): Adopting new coping strategies  
Aside from practical supports in managing behaviours, some participants also 
highlighted the benefits of learning new personal coping strategies. Marie spoke about 
engaging in different courses, such as mindfulness and counselling within the mental health 
service, which she describes as being “a great help” as it led to greater awareness “of not 
having to please everybody” (p. 24). For Marie, it also meant engaging in new strategies that 
she “never had to do before” which support her in managing her emotions. For example, she 
highlighted that: 
One of the things that came to me was writing down how I feel at times, you know, 
and just getting it out of my head. 
                           (Marie, p. 27) 
Marie repeatedly had spoken about experiencing ‘mental fatigue’ as a result of the role and 
her tendency towards self-criticism was apparent. Here she highlights a strategy that enables 
her to outwardly express her emotions by putting them on paper, rather than continuing to 
ruminate on them internally which was causing her greater distress. This reflects a more self-
compassionate response through the increased awareness and acceptance of emotions that 




interview that despite learning these new strategies Marie’s tendency to engage in self-
criticism was still quite strong.   
Deirdre discussed ongoing stressful life events, such as the death of her sister from 
cancer, the death of her father from dementia to then looking after her mother with dementia 
and how she “had a bit of a breakdown”. She noted: 
 
It was kind of one thing after another...but I went back and finished the CBT course.  
I found it so good. I really found it so good. So that’s what saved me. 
                         (Deirdre, p. 13) 
 
Learning adaptive strategies for emotional coping is what Deirdre perceived “saved her” at a 
time of significant distress. She described herself as being a “different person” as a result and 
expressed that she would not be able to care for her mother now if she had not engaged in 
therapy, started on antidepressants and went through the entire experience. Deirdre noted that 
she tries to use such strategies in her current role, especially when she cannot get to sleep due 
to feelings of guilt. She explained: 
You’d be trying to get into your zone of “clear mind”, the whole CBT thing, not to let 
one thought follow the other, but I really have to stop myself. I really have to make a 
big effort. It’s hard. 
                         (Deirdre, p. 16) 
However, utilising such strategies, while helpful, continue to be challenging at times and are 
not always effective for Deirdre. 
Cathy spoke about learning how to do mindfulness from her doctor to manage her 
anxiety and stress. She highlighted, however, that this can be hard to practice in the presence 
of her husband because he talks so much and follows her everywhere. She noted that she will 
“grab it when she can” if he is sleeping downstairs or in bed she will do it for an hour but 
that this does not happen too often. In terms it helping she noted: 
It’s hard when you’re not used to it and you just have to get your mind round the 




week. It has helped a bit now.        
                                                                                  (Cathy, p. 23) 
Cathy describes an increased awareness of the physical sensations in her body, most notably 
nausea, from stress as a result of these practices. Similarly to Deirdre, using the strategies are 
recognised by Cathy as being helpful, however it is also clear that they are not used in a 

























Chapter Five: Discussion 
5.1. Chapter introduction  
This chapter provides a critical discussion of the findings of this study within the context 
of existing literature. The distinctive contributions of this study will be outlined. Taking into 
account the key findings outlined in Chapter Four, literature from Chapter Two will be 
discussed. The strengths and limitations of this study will be highlighted, in addition to a 
critical reflection of the research process. Potential clinical applications and future directions 
for research are highlighted. This chapter concludes with a summary of the study. 
5.2. Findings 
This study offers unique insights into the role of self-compassion in the lived experiences 
of family caregivers of people with dementia. IPA, as the chosen analytical approach, 
generated in-depth and rich accounts of participants’ experiences. As noted in the previous 
chapter four superordinate themes were identified. These are: relational challenges; coping 
responses; caring for self; and enhanced awareness leading to more effective responses to self 
and others. 
Overall, the findings of this study reveal limited self-compassion across participants’ 
accounts, with the majority of participants not demonstrating a tendency to be intuitively self-
compassionate. Participants’ narratives were explored through the lens of self-compassion, as 
proposed by Neff (2003b). The results provide insights into the myriad of factors involved 
which impact coping and further stress the need to move beyond simplistic understandings of 
caregivers’ experiences (Quall, 2016). It was clear that participants displayed the three 
components of self-compassion, namely self-kindness, common humanity and mindfulness, 
to varying degrees and that demonstration of a self-compassionate mindset was not always 
clear.  
However, a number of observations were made which offer useful insights into self-
compassion in this group of family caregivers. Overall, the majority of participants lacked 
self-compassion, with only two participants appearing intuitively self-compassionate as 
evident by the demonstration of the three core components of self-compassion across their 
narratives. Overall, participants with a less self-compassionate mindset tended to engage in 




multiple competing demands, engage in unhelpful coping strategies and experience strained 
interpersonal relationships. Of note were the narratives of four participants in this group who 
described additional mental health challenges and a history of utilising unhelpful coping 
strategies. 
As highlighted previously, self-compassion is argued to be related to the general 
definition of compassion, and compassionate responses to others are argued to be optimised 
by one’s ability to demonstrate compassion towards themselves (Barnard & Curry, 2011; 
Neff, 2003b). The study’s findings reveal that despite the variation of the quality of 
relationships with the person with dementia, the majority of participants demonstrated 
compassion and a willingness to support their family member. The findings offer important 
insights into challenges to providing compassionate care at times. Participants, in response to 
unpredictable or upsetting behaviours, sometimes responded in an uncompassionate way due 
to difficulties in being able to tolerate their distress. This often led to self-criticism, thereby 
hindering a more self-compassionate response. Furthermore, prioritising others’ needs over 
one’s own tended to lead to resentment and interpersonal tension, again hindering more 
compassionate responses to self and others. Additionally, other coping responses were noted 
such as the use of avoidance and distraction as a way of suppressing painful thoughts and 
emotions related to the caregiving role.  This could place participants and their family 
member at greater risk for poorer outcomes in the long run, especially if caregivers are unable 
to develop more effective ways to manage their distress.  
Across the main themes, which are highlighted in more detail below, a number of blocks 
to self-compassion are noted. These include: having prior strained interpersonal relationships 
with family and/or the person with dementia; experiencing lack of support from others; 
having a greater tendency towards feeling guilt and shame; experiencing high levels of 
distress; and using specific coping responses, such as self-criticism and avoidance. The 
following sections will provide a more in-depth analysis of the main superordinate and 
subordinate themes that were identified in this study in the context of previous literature. 







 5.2.1. Relational challenges  
Relational challenges were identified as a prominent theme across participants’ 
accounts. It is clear that participants were strongly impacted by their family member’s 
behaviour, especially when the behaviour was a reminder of the change occurring in them. 
This appeared not only to impact the caregiver’s sense of the relationship but also their sense 
of self within it. The perceived loss of the relationship with the care-recipient is recognised as 
a primary stressor for caregivers (Pearlin et al., 1990). The complexity of dementia means 
that, for participants, they have to cope with losses that are unfolding and progressive. 
Participants described the complexity of feelings that arise when the person is physically 
there but psychologically absent, which is reminiscent of ambiguous loss. It was clear that 
this produced confusing and conflicting feelings in a number of participants, leading to 
greater personal distress. As Blandin and Pepin (2017) note ambiguous loss is rarely 
recognised by caregivers themselves and this lack of acknowledgement can exacerbate the 
ambiguity they experience (Blandin & Pepin, 2017). For some participants an inability to 
manage the distress associated with this, as well as adjust to considerable role changes, can 
hinder one’s ability to be self-compassionate as well as compassionate (Gilbert, 2010; Strauss 
et al., 2016).  An ability to remain non-judgemental when faced with distressing and 
confusing behaviour was also evident in some accounts, especially when the behaviour was 
new or uncharacteristic of the person, was shocking or caused embarrassment and shame 
(Gilbert, 2010). These findings serve to highlight the unique challenges facing dementia 
caregivers given the nature of the disease.  
Relational challenges also existed with respect to the wider family system across a 
number of participants’ accounts. Quite a substantial number of participants highlighted 
tension and strain within their families which further complicated their role, leading to 
increased stress. This is in line with the literature which highlights the impact of unhelpful 
family dynamics with respect to caregiver stress (Pearlin et al., 1990). However, in terms of 
self-compassion, this placed unnecessary stress on participants leading to greater expectations 
and negative feelings towards self and others. For those who experienced family strain and 
tension, there was a tendency to ruminate over these difficulties and react strongly to 
situations involving other family members, especially when feelings of unfairness were 
triggered. This hindered a self-compassionate response through over-identification with 




affected how participants appraised themselves within their role, often leading to self-
criticism. 
 It is well recognised in research that the stress associated with having a family 
member become ill and dependent on others can reawaken old family grievances and be a 
major cause of family disharmony (Pearlin et al. 1990; Pillemer et al., 2019). A dementia 
diagnosis, in particular, is a significant stressor on the family which can overwhelm the 
family unit. Families can either adapt in response to the changing needs of family members, 
thereby protecting them, or fail to adapt and expose vulnerable family members to increased 
risk (Mitrani et al., 2006; Skaalvik et al., 2014). 
 Previous research suggests that communication and family functioning may influence 
levels of self-compassion and indicate that family relationships and experiences may act as a 
model for how individuals treat themselves in times of suffering (Berryhill, Harless & Kean, 
2018; Jeon, Lee & Kwon, 2016; Neff & McGehee, 2010). Research suggests that individuals 
who experience stress and conflict in their homes are less self-compassionate than those from 
harmonious, close families (Neff & McGehee, 2010). However, given the reliance on a cross-
sectional approach in the available literature it is not possible to determine the direction of 
this relationship i.e. whether family functioning influences the development of self-
compassion or whether self-compassionate people are more likely to appraise or respond to 
their family in more positive ways (Neff & McGehee, 2010). Nevertheless, the findings of 
this study add to current research as it appears that family members who experienced 
unhelpful family dynamics, including tension and strain, tended to demonstrate less self-
compassion than those who did not.  
5.2.2. Coping responses  
Specific coping responses were evident across the majority of participants’ accounts. 
The results demonstrated participants’ overall tendency to engage in self-criticism, rather 
than with kindness, when evaluating how they managed or responded to challenging 
situations involving their family member with dementia. It is clear that the majority of 
participants harboured negative or self-critical thoughts and beliefs, such as self-blame, 
which served to complicate the personal coping process, leading to ongoing stress. This led to 
a greater focus on their own personal faults, rather than recognising them as part of the 




way participants were likely to experience isolation rather than a sense of common humanity 
in their role (Neff, 2003b). It is recognised that the caregiver’s subjective appraisal of the 
event, rather than the event itself, is key in understanding variability in coping (Murfield et 
al., 2019). In this study, participants’ negative appraisals of self and others in the context of 
challenging circumstances, leads to greater difficulties in their role, and is related to a more 
maladaptive, albeit understandable, way of coping.  
Only two participants in the study appeared to demonstrate intuitively self-
compassionate ways of responding to stressful situations as they were more accepting and 
understanding of themselves, maintained a more objective perspective on their situation and 
did not exacerbate their negative emotions by personalising their difficulties (Allen, 
Goldwasser & Leary, 2012). These appeared to be key natural protective factors in being able 
to deal with such highly pressurised and often distressing situations within the caregiving role 
(McPherson et al., 2016). 
The findings of an earlier study conducted by Leary et al. (2007) suggest that self-
compassion facilitates resilience by moderating people’s reactions to negative events. 
Individuals with higher levels of self-compassion react to distressing negative events with 
less negative emotions or extreme reactions, more accepting thoughts and a greater tendency 
to put their problems in perspective (Leary et al., 2007). Overall, the findings highlight 
participants’ tendency to engage in self-criticism, rather than self-kindness, when responding 
to emotionally challenging situations in the context of their caregiving role. These findings, 
in line with previous research, highlight the importance of moving beyond a focus on 
objective stressors, such as the presence of BPSD, to participants’ subjective appraisal of how 
they are managing as this has been found to influence caregiver outcomes (Cheng et al., 
2019). It also serves to again illustrate the complexity of emotions and responses that can be 
elicited when caring for a significant family member with dementia which may reduce one’s 
capacity for self-compassion. 
The majority of participants demonstrated the use of other coping responses such as 
the use of avoidance or distraction as a means of managing in their role. Across participants’ 
accounts and during interviews there was evidence of avoiding and suppressing painful 
thoughts and feelings. This includes the use of medication, keeping busy by focusing on 




described perfectionistic tendencies, including an overreliance on routine and productivity as 
a means of managing. These defensive strategies appear to be particularly lacking in 
mindfulness, which is a core component of self-compassion (McPherson et al., 2016; Neff, 
2003b). 
 Participants with a greater tendency towards self-compassion were able to reflect in a 
balanced way on painful memories, thoughts and feelings, without suppressing or trying to 
avoid them (Lenferink et al., 2017). Of interest, one male participant demonstrated effective 
problem-focused and emotion-focused strategies, including planning and taking action, as 
well as demonstrating acceptance of both his situation and of his abilities, which facilitated a 
more self-compassion response (Lloyd et al., 2018). These findings add support to previous 
research when stresses the need to focus on developing and enhancing adaptive emotion-
focused strategies, such as self-compassion, as these appear to enhance caregiver’s ability to 
manage highly stressful situations without negative responses to self and others, thereby 
alleviating psychological distress (Murfield et al., 2019). 
 5.2.3. Caring for self  
Participants’ perceptions and attitudes to addressing their own needs offer useful 
insights into their tendency towards greater or less self-compassion. This is useful given that 
self-compassion is believed to play a vital role in one’s ability to effectively balance the 
needs of self and other in relationships (Yarnell & Neff, 2013) and has been found to be a 
significant predictor of self-care practices (Miller et al., 2019). 
The need to take time for oneself was identified as an important aspect of caring for 
oneself across a number of narratives. This includes recognition of the need to spend time 
away from the family member with dementia. However, it was also clear there were some 
limitations and barriers to this. While recognising the importance of this for their own well-
being, many participants also described feeling guilty for taking time for themselves. While 
feelings of guilt may reflect participants’ empathic responses to their family member (Gilbert, 
2010), these were unhelpful for participants as they were often a barrier to self-compassion. 
Importantly, research stresses that in order to provide compassionate care, caregivers 
must also demonstrate self-compassion (Mills, Wand & Fraser, 2015). This arguably poses a 




complex needs. It was clear from the findings that a number of participants, in providing 
compassionate care, often ignored their own well-being to avoid feelings of guilt and 
inadequacy in their role. This corresponds with available research on family caregivers 
(Gallego-Alberto et al., 2017) as well as professional caregivers (Egan et al., 2018).  Previous 
research also suggests that women are socialised to prioritise others’ needs over their own, 
which may reduce their ability to demonstrate self-compassion (Yarnell et al., 2015). This 
finding may be particularly salient in the current study given the majority of participants were 
female. 
Guilt has been recognised as an emotion that is frequently experienced by family 
caregivers (Gallego-Alberto et al., 2017) and it is believed to be linked to sympathetic and 
empathic abilities, which can strengthen a more compassionate response (Gilbert, 2005). 
While guilt can nudge people towards compassion, this largely depends on one’s ability to 
tolerate feelings of guilt, without turning it into shame (Gilbert, 2005). Importantly, Gilbert 
(2005) makes a clear distinction between guilt and shame. The former tends to be concerned 
with personal responsibility for a harmful attitude or action, whereas shame is regarded as a 
deeply engrained belief that one’s character is fundamentally flawed. Shame and guilt have 
different motivational consequences. Shame differs from guilt in that the former tends to 
motivate withdrawal and avoidance, whereas guilt is more likely to motivate either reparative 
or self-punitive behaviour (Miceli & Castelfranci, 2018). In many cases participants’ 
experiences of guilt was destructive rather than helpful in their role, leading to reduced self-
compassionate responses. Behaving towards others out of guilt turns relationships into 
burdens, fuelling resentment, and increasing feelings of being trapped (Gilbert, 2005). Guilt 
is also a recognised factor in many psychological difficulties with some individuals 
experiencing an exaggerated sense of responsibility for the welfare of others (Gilbert, 2005).  
Of interest, the importance or prior relationship quality was obvious in two 
participants’ accounts. Two adult children described long-standing relationship difficulties 
with their family member with dementia. This produced greater psychological conflict and 
hampered self-compassion, as it exacerbated caregiving stressors, leading to greater 
ambivalence, feelings of guilt and self-criticism (Skaalvik et al., 2016). These participants, in 
particular, expressed guilt for not being able to live with their family member as a result of  
these prior relationship difficulties. This finding stresses the need for services to be mindful 




bonds are known to predict worse health outcomes for the latter, even extending the risk for 
mortality (Lwi et al., 2017). Guilt for not living with the family member with dementia was 
also evident for other participants. This corresponds with previous research (Conde-Sala et 
al., 2010). 
For some older adults especially, advice from professionals appeared to play a vital 
role in supporting participants. This included giving them permission to take time for 
themselves. A prior reluctance to do this appeared to reflect negative attitudes to self-care, 
such as the perception that it was selfish. The findings suggest that professionals have a vital 
role to play in alerting family caregivers to the importance of self-care and self-compassion. 
This reflects the findings of research conducted with professional caregivers which revealed 
that they required permission to be self-caring and self-compassionate (Andrews, Tierney & 
Seers, 2020). This involved receiving formal permission from another person or giving 
permission to the self through the process of taking ownership and responsibility for his or 
her own well-being (Andrews et al., 2020).  
It is also clear from the findings that having the practical and emotional support of 
other family members, as well as professionals showing interest and concern, promote a more 
self-compassionate response. Previous research suggests that individuals’ attitudes to 
themselves are influenced by the evaluations of important others (Jeon et al., 2016). This is 
significant in the context of the caregiving role given the findings of qualitative studies which 
suggest that greater self-compassion leads to more compassionate responses to others (Gustin 
& Wagner, 2012; McPherson et al., 2016; Patsiopoulos & Buchanan, 2011). 
Seeking support from others was also evident across a number of transcripts. Many 
participants noted experiencing difficulty seeking support from others, especially in the initial 
stages of their caregiving role. However, this changed for some caregivers as their needs 
changed, especially older adults. Many participants expressed reluctance to seek support 
because they did not want to put others out, particularly their family members. A reluctance 
or unwillingness to express the need for support or admit one is struggling to avoid burdening 
others may be viewed as an act of caring for others but not for oneself, as it represents a 
failure to observe, highlight or attend to one’s own needs (Egan et al., 2018). For some 
participants there appeared to be a self-stigma associated with seeking help which resulted in 




self-stigma have a tendency demonstrate high levels of self-criticism and lower levels of self-
compassion, which is perhaps unsurprising (Heath et al., 2018). 
For others, difficulties asking for help related to perceived lack of support from 
others, especially other family members. This lack of support was sometimes clear; however 
for others, there was a sense of over-responsibility for the care-recipient, which over time led 
to resentment and frustration. Those who lacked support from others often felt isolated in 
their role rather than experience a sense of common humanity.  
While initially reluctant to seek support, those who recognised the need to do so could 
ask for help tended to recognise their own needs, demonstrating a greater tendency towards 
self-compassion. However, those who struggled in this respect tended to have higher levels of 
self-criticism and experienced difficulty relating to others. 
 5.2.4. Enhanced awareness leading to more effective responses to self and others 
The final superordinate theme, enhanced awareness leading to more effective 
responses to self and others, highlights how participants, through their caregiving journey, 
increasingly adapt their responses as a result of the input from professionals and others.  
It is clear from participants’ accounts that input from services is invaluable, and can 
be transformational for the caregiver in terms of adapting to the role and potentially 
enhancing more self-compassionate responses. Involvement in carer’s groups, in particular, 
provided participants with the opportunity to learn about dementia, how to manage BPSD as 
well listen to other people who have similar experiences. Such groups are recognised as 
having the potential to cultivate a sense of common humanity (Hlabangana & Heath, 2019). 
This core component of self-compassion can be strengthened as family caregivers are 
introduced to, and gain support from, others with similar experiences, who, like them, often 
make mistakes and feel inadequate in some way (Hlabangana & Heath, 2019; Yarnell & 
Neff, 2013). Of note in the present study was that while participants highlighted the benefits 
of developing more effective strategies to BPSD in these groups, a sense of common 
humanity is not a theme that emerged strongly across participants’ accounts. 
The findings also suggest that having increased knowledge in how to respond to 
challenging situations through input from professionals led not only to improved and more 




able to manage distressing situations. This corresponds with research which highlights the 
association between feelings of competence and reduced BPSD-related distress (Feast et al., 
2017).  Some participants highlighted how through increased awareness of the impact of their 
family member’s behaviour on them, they were able to act proactively rather than react 
negatively as they would have done previously. This facilitates a more self-compassionate 
response in that it encourages participants be more mindful of what is happening internally 
for them when difficult situations arise. Furthermore, having a greater understanding of why 
their family member was engaging in certain behaviours promoted a more empathic and 
compassionate response to them. However, it is also clear that while some participants 
demonstrated an increased understanding of their family member’s behaviour on a cognitive 
level, it was still challenging for them to manage their affective responses, indicating a 
mismatch between the two. This indicates that caregivers’ own characteristics need to be 
accounted for rather than focusing on objective stressors as the latter is overly simplistic 
(Cheng et al., 2019). This perhaps reflects a need for groups which focus on addressing and 
normalising affective responses to challenging circumstances and teaching more adaptive 
emotional coping strategies by drawing on participants’ strengths, such as compassion. This 
is vital considering the ongoing need for family caregivers to adapt to changing 
circumstances as the disease progresses. 
A smaller number of participants highlighted the benefits of using therapeutic 
strategies, such as CBT and mindfulness, to manage their emotions, which they learned 
through direct work with clinicians. While increased self-compassion was evident in some 
cases, there appeared to be some barriers to fully experiencing it. The strategies participants 
highlighted tended not to be used on a consistent or proactive basis.  A consistent approach is 
likely to have the psychological and physical benefits and become a state of mind 
(McPherson et al., 2016). Furthermore, it is also clear that not all participants received this 
type of emotional support, and perhaps it might not be suitable for each family caregiver.  
This again suggests the need for more tailored emotional coping supports for family 
caregivers, and a greater focus on these when supporting family members deal with BSPD as 






5.3. Critical reflection 
   As the primary researcher, I am conscious of my centrality in this study, most notably my 
initial motivations, values, preconceptions and life experiences and how these have 
influenced the research process. My interest in self-compassion developed as a result of 
working with adults with trauma. I became keenly interested in the different ways people 
relate to themselves, and how these can influence a person’s ability to overcome trying 
circumstances. I particularly liked the idea of self-kindness, and through the work I do as a 
trainee clinical psychologist, I have noticed that this can be a strange concept for people to 
grasp. Many of the people I work with who have experienced hardship tend not treat 
themselves compassionately and there can be a lot of resistance to doing this. This was 
interesting to me and I wondered what influenced the development of self-compassion and 
how being self-compassionate could alleviate difficulties.  
 I found the research process emotionally challenging at times. Hearing participants’ stories 
was often difficult. It was challenging, especially in the initial stages of the interviews, to not 
move into the role of therapist when hearing participants’ stories, especially when they 
became emotional. It felt unnatural for me not to do this and I found myself feeling a little 
unsettled after interviews. What helped me through this was my clinical experience of being 
able to sit with individuals who are experiencing emotional pain. I also had the reassurance 
that participants had the support from clinicians should they need it. I knew that I would be 
able to contact the nominated clinical psychologist, who would be in a better position to 
provide this support. Additionally, I found it helpful to listen back to each interview and note 
my observations regarding tendencies towards certain responses, such as providing 
reassurance or validation, and reading these observations prior to the next interview. This 
enhanced my self-awareness. What I learned also was the importance of highlighting to 
participants at the beginning of the interview what my exact role was, and being very 
transparent with them. This enabled me to maintain boundaries, while also ensuring that 
participants did not feel vulnerable or unsupported.  
 What struck me was how resilient participants were in the face of so many adverse and 
traumatic experiences. Some of what I had found confirmed my own view about attitudes 
towards self-compassion, although these were not explicitly stated by participants. 




approach themselves with kindness. The idea of treating oneself with kindness did not appear 
to resonate with most people and I wondered about the cultural and well as gendered 
implications of this. I found myself particularly taken aback by one participant’s intuitive 
self-compassion in the face of adversity which was really intriguing for me. This encouraged 
me to take an even deeper dive, so to speak, into participants’ narratives, exploring the 
complex array of factors impeding or promoting such responses.  
 During the write-up phase of this research I felt overwhelmed at times by the amount of 
rich data I had gathered. I also felt immense pressure to do justice to participants’ accounts 
because I was moved by their experiences and felt privileged that they felt comfortable 
enough to share those with me. Allowing myself to have time away from the write-up 
improved the overall analysis as it allowed for greater reflection. This process has made me 
reflect on my own use of self-compassion and I recognised that, at times, critical thoughts 
sometimes impeded the research process and interrupted the flow of writing. The pressure to 
have the write up “perfect” I realise is quite an unreasonable expectation to have. I also 
reflected on my own self-compassion through the grieving process I was experiencing, and 
on my appraisal of past events related to this significant event in my life. I wondered about 
the parallel process occurring and reflected on this throughout the research process. In a 
limited capacity this allowed me to relate to participants’ experiences and share their 
perspective. This was certainly a challenging but enlightening experience for me. Returning 
to the principals underlining IPA research, as well as honest and open discussions with my 
research supervisor, also helped as it enabled me to bracket my own experiences, and also 
appreciate that the research process is one that unfolds and develops. 
5.4. Strengths, limitations and directions for future research 
The strengths and limitations of this study provide directions for future research.  
Participants were recruited from an older adult mental health service rather than from the 
community, which may limit the generalisability of the results to the wider family caregiver 
population as such a team requires the presence of BPSD for service provision. However, as 
noted, the purpose of qualitative research is not to provide generalisations to the wider 
population, but to focus on individual lived experience (Smith et al., 2009). The use of IPA, 
especially, allowed for in-depth exploration into the experience of self-compassion among 




contribution to the limited quantitative research available on the topic (Lloyd et al., 2018). To 
add to the findings of this study future research would benefit from exploring more diverse 
experiences, such as those who are currently not accessing services, those who attend 
different services, as well as self-compassion in different stages of the dementia journey. 
While the results are limited with respect to generalisability, the focus on this specific 
group of family caregivers offers important insights. Research recognises that approximately 
90% of people with dementia display BPSD and this has shown to pose considerable 
challenges to family caregivers (Feast et al., 2016). Research also suggests that despite 
receiving professional input there is still an unmet need amongst family caregivers with 
respect to with managing BPSD (Feast et al., 2016). Therefore, exploring other factors which 
may influence or hinder coping, such as self-compassion, in this group who are currently 
accessing a service are particularly valuable (Feast et al., 2016).  Further research could use 
quantitative means to explore the extent to which measures of BPSD correlate with self-
compassion and compassion ratings among family caregivers.  
One further limitation of this study is related to the sample. Firstly, this research included 
both adult children and spouses which represented a fairly homogenous sample in line with 
IPA recommendations (Smith et al., 2009). However, some differences were noted between 
adult children and spouses with respect to experiences of caregiving, for example adult 
children experiencing competing demands (Rigby et al., 2019). Secondly, female caregivers 
were over-represented in the sample, with only two out of eleven participants being male. 
This may be reflective of difficulties recruiting male caregivers more generally given 
caregivers are more typically female (Rigby et al., 2019). However, the idiographic nature of 
the study meant that participants’ accounts were viewed in their own terms. Given this 
research was exploratory and there is limited available research on self-compassion in this 
population, further research exploring potential differences between male and female 
caregivers, as well as between adult children and spouses, would serve to further enhance our 
understanding of its role in caregiving. 
Whilst participants were informed and assured that the researcher had no involvement 
professionally with respect to the older adult mental health service they were accessing, a 
possible limitation might be an underlying element of social desirability. A number of steps 




researcher remained separate from the recruitment process by having a member from the 
service meet with potential participants and go through the information and consent forms 
with them. Additionally, the researcher reassured participants that any information they 
disclosed was private, unless it was of a serious nature that indicated they or another person 
was at risk of harm. Furthermore, participants were informed of their right to withdraw from 
the study and that there were no right or wrong answers. 
5.5. Implications for clinical practice  
The findings of this study have important implications for clinical practice. The available 
research suggests that self-compassion, although naturally occurring for some, is a modifiable 
skill that can be enhanced and developed (Murfield et al., 2019). Adding to this is the 
research highlighting how psychological interventions which focus on increasing levels of 
self-compassion could reduce stress by promoting adaptive emotion regulation (Murfield et 
al., 2019). The current findings indicate that family caregivers can experience difficulty 
demonstrating self-compassion in their role. Those who demonstrated greater self-
compassion appeared to respond more adaptively to extremely challenging circumstances. 
Given that participants were not naturally inclined to respond self-compassionately, the 
findings suggest that this may need to be explicitly taught to family caregivers. 
Demonstrating the importance of, and giving permission for, the use of self-compassion 
might make it more accessible to participants. Professionals and services have an important 
part to play with respect to supporting caregivers adopt a more self-compassionate mindset 
which may serve to improve coping and alleviate distress. 
The benefits of psychoeducation for family caregivers are clearly evident in the current 
study. While some participants had access to therapeutic supports in the form of one-to-one 
support from professionals, this was not the case for everyone. It might be more difficult for 
certain individuals to access such supports. Investing in support groups for family caregivers 
could further enhance self-compassion (Hlabangana & Heath, 2019),  
Given the experience of ambivalence and how emotionally destructive it can be for 
family caregivers, from a therapeutic standpoint it is important to normalise ambivalent 
feelings within the relationship for family caregivers as these feelings appear to impede self-
compassion (Boss, 2010). It should be explained that experiencing conflicting feelings is a 




importance of being mindful of one’s negative thoughts and feelings, and acknowledging 
these in a non-judgemental way, ties in with one of the key components of self-compassion 
(Neff, 2003b).  Having a non-judgmental and safe space in which to talk openly with others 
with similar experiences can bring guilt, shame and anger into the open, enabling caregivers 
to recognise that these are part of the normal human experience (Boss, 2010). 
Additionally, within a self-compassionate approach, teaching mindfulness skills would 
help family caregivers to manage difficult and painful emotions rather than avoiding or 
suppressing them. Given the evidence that highlights the detrimental effects of experiential 
avoidance on well-being, interventions that enhance the use of mindfulness techniques are 
recommended. Considering how uniquely emotionally challenging it is caring for a family 
member with dementia given the ongoing loss and deterioration in presentation, being able to 
cope with painful feelings as they emerge would enhance caregiver well-being and in turn 
benefit the care-recipient. Research on self-compassion has demonstrated the link between 
greater compassion to others and self-compassion, stressing the importance of positive self-
relating in order to engage with the role effectively. Therefore, improved support for 
caregivers in teaching more self-compassionate responses is likely to improve the caregiving 
relationship, enhance the quality of care, and ensure greater responsiveness; in turn leading to 
the improved well-being of both.  
The results point to the benefits of self-compassionate interventions for family caregivers 
of people with dementia. They also highlight the need for clinicians to evaluate caregivers’ 
levels of guilt and to design psychological interventions focused primarily on reducing them 
(Romero-Moreno et al., 2014). Those who experience guilt will need guidance and support in 
order to adopt a more compassionate stance to self. Previous research has demonstrated that 
self-compassion can be taught to people who are highly self-critical (Gilbert & Procter, 
2006). A number of psychological interventions have been developed with a focus on 
increasing self- compassion, such as Paul Gilbert’s (2014) Compassion Focused Therapy as 
well as Neff and Germer’s (2013) eight-week Mindful Self-Compassion Programme. Other 
interventions which emphasise greater acceptance and self-compassion include Acceptance 
and Commitment Therapy (ACT; Hayes, Strosahl & Wilson, 1999). Importantly, given the 
potential for self-compassion to ameliorate burden and improve well-being among family 
caregivers of people with dementia, there is a need for compassion-focused interventions to 




considerations made for how these can be tailored appropriately (Murfield et al., 2019). 
Significantly, there is a limited but growing body of evidence for the benefits of such 
interventions with family caregivers (Gallego-Alberto et al., 2019; Hou et al., 2014). 
5.6. Conclusion 
The primary aim of this study was to explore the role of self-compassion in the daily 
lived experiences of family caregivers of people with dementia. A comprehensive review of 
the literature highlighted the growing empirical research on self-compassion and its 
association with well-being. Much of the research on self-compassion, as well as compassion 
more generally, has explored the experiences of professional caregivers. Less was known 
about the experiences of family caregivers of people with dementia and the potential of self-
compassion to alleviate difficulties within the caregiving role. The current findings are 
valuable in contributing to our knowledge about self-compassion in family caregivers. This 
qualitative study offered rich insights into the complex interplay of factors which impact 
family caregivers’ ability to be more self-compassionate. Certainly this study indicates the 
need for interventions to focus more on psychological interventions; ones that draw on the 
strengths of participants, promote psychological well-being, and as a result improve coping. 
The findings of this study contribute to the available literature on family caregivers which 
suggests that greater self-compassion among caregivers is likely to alleviate difficulties. It is 
also acknowledged that this is a new and emerging topic, and further research is warranted as 
it would serve to greatly enhance our understanding of the benefits of self-compassion for 
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Appendix A: Information Sheet 
   
 
Information for participants 
 
Title of Study: A qualitative exploration into the role of self-compassion with respect to 
coping for family caregivers of people with dementia. 
 
You are being invited to take part in a research study. Before you decide whether or not 
to take part, it is important for you to understand why the research is being done and 
what it will involve. Please take time to read the following information carefully. Talk to 
others about the study if you wish. Contact us if there is anything that is not clear or if 
you would like more information.  
 
What is the study about? 
It is well recognised that caring for someone with dementia can be both a stressful and a 
rewarding experience. Previous research has shown that carers often cope well with the 
stress of their caregiving role. However, sometimes the level of stress can lead to 
caregivers feeling down or frustrated. We would like to learn more about how carers 
cope with the stress. The information from this study will help us better understand the 
experiences of carers and it is hoped that this study will provide further information in 
order to develop more effective carer supports. 
 
Why have I been asked to take part? 
You have been asked to take part as you are currently caring for a partner or family 
member with dementia.  
 
Do I have to take part? 
No. it is up to you to decide whether or not to take part. If you do decide to take part you 
will be given this information sheet to keep. You will be contacted by telephone by the 
researcher approximately one-two weeks after you have received this information sheet. 
If you decide to take part you will be invited to meet with the researcher, Gwen Gleeson, 
and asked to sign a consent form to participate in the study. You are still completely free 
to withdraw from the study without giving a reason if you wish. Your decision to take 
part will not affect the healthcare you or the person with dementia receive.  If you later 
wish to withdraw from the study, you can do so anytime until December 2019 as after 
that time your information will have been included in the study.  
 
What will happen if I take part? 
You will be invited to meet with the researcher, Gwen Gleeson. If you decide you would 
like to take part, you will be asked to sign a consent form.  Once this have been 




questions about your experience caring for someone with dementia. This interview will 
be audio recorded.  
 
What are the possible benefits of taking part? 
We do not anticipate any direct personal benefits from taking part in this study. 
However, we hope that the information we gather as part of this study will help 
researchers and clinicians better understand the experiences of carers l ike you. We also 
hope that it will help us design services to support carers, like you, in their role.  
 
What are the possible disadvantages and risks of taking part? 
The interview is not designed to be distressing or upsetting. However, it asks you to 
reflect on your thoughts and feelings about your situation, and it is possible that some 
people may become upset.  If you feel upset or worried after completing the interview 
you may discuss this with the researcher if they are present. Alternatively, we would 
encourage you to contact you GP about support that may be available, or to call one of 
the helplines listed in a separate sheet titled “Debriefing Sheet”.  
 
Will my taking part in the study be confidential? 
All information collected will be kept in strict confidentiality. All data is stored in secure 
locations and only the principal researchers will have access to it. 
 
If the researchers have any concerns regarding your welfare, however, they may have to 
follow-up on this to ensure you are safely supported. This is part of a legal requirement. 
In particular, confidentiality may be breached in circumstances in which the research 
team has a belief that there is a serious risk of harm to you or another individual. This 
may relate to issues surrounding abuse, concerns for child protection, self-harm, suicidal 
intent or criminal activity. In such instances, information may be disclosed to appropriate 
third parties without permission being sought. Where possible, a full explanation will be 
given to you regarding the necessary procedures and also the intended actions that may 
need to be taken. 
 
What will happen to the information I provide?  
The information you provide will be pseudonymised, meaning that your name and any 
other identifiable information about you will not be used. This information will be 
written up as part of the course work for the principal researcher’s (Gwen Gleeson) 
Doctorate in Clinical Psychology. The results of the study may be submitted for 
publication in a scientific journal and may be presented to fellow researchers and 
practitioners via conference presentations and posters. Your participation will not be 
identified in any report/publication. 
If, following completion of the interview, you would like to correct or erase some, or all, 
of the information you provided you can contact Gwen Gleeson and let her know. Please 
note that it will not be possible to change or remove your information after December 
2019 as the analysis will have been completed at this stage. You also have the right to 
request a copy of the information you provided for your own use.   
What do I do next? 
If you would like to take part, you can let Dr. Paul Horgan (Senior Clinical Psychologist) 




the study. You will then be invited to meet with Gwen Gleeson who will go through the 
consent form with you and invite you to take part in an interview, if you are still happy 
to do so. 
 
Questions or concerns: 
If you have any questions about the study, please feel free to contact me by email or 
leave a message at the telephone number below. I will then be able to call you back to 
answer any questions. 
 
If you’d like to take part in the study:  
Contact Gwen Gleeson (HSE North Dublin and University of Limerick) at 
0545872@studentmail.ul.ie or 01-846 6109 and let her know that you’d like to take part.  
 
If you have any questions, please feel free to contact members of the study team:  
 
 Gwen Gleeson 
o Email: 0545872@studentmail.ul.ie 
o Address:School of Psychology, University of Limerick, Castletroy, 
Limerick. 
 
 Dr.PaulHorgan, Senior Clinical Psychologist/Neuropsychologist 
o Email:xxxxxxxxxxxxxx 
o Tel:01-846 6109 
























CONSENT FORM  
 
TITLE OF STUDY: A qualitative exploration into the role of self-compassion with 
respect to coping for informal caregivers of people with dementia.  
 
LEAD RESEARCHERS:  




I have read, or had read to me, the study information sheet and have had the 






I understand that my real name will not be used and that the information I provide will 









I understand that confidentiality may be broken if a concern is raised about my 











I understand that my participation in the study is voluntary and that my decision to 






I understand that I can withdraw from the study at any time without any 
repercussions up until December 2019 because after this time, the information I 






I understand that the information I provide will be held under the provision of the 
Data Protection Act 1988 (Amendment 2003), the Freedom of Information Act 
2003, and the Freedom of Information Act 2014. Data will be stored in a secure 


















PARTICIPANT’S NAME: _____________________________  
 
 





Statement of investigator’s responsibility: I have explained the nature and purpose of 
this research study, the procedures to be undertaken and any risks that may be involved. 
I have offered to answer any questions and fully answered such questions. I believe that 
the participant understands my explanation and has freely given informed consent.  
 
RESEARCHERS CONTACT DETAILS:   











































Appendix C: Debriefing Sheet 
   
 
Debriefing Sheet  
 
The interview was not designed to be distressing or upsetting. However, it involved 
asking you to reflect on your thoughts and feelings about your situation, and it is 
possible that some people may become upset. The researcher, Gwen Gleeson, will follow 
up with you by telephone following completion of the interview to see how you are.  If 
you become distressed and need support during or after the interview you can let her 
know. She will contact the Clinical Psychologist who works in the service who can 
support you. You can also contact him directly should you require additional support. 
His contact details are as follows:  
 Dr.PaulHorgan, Senior Clinical Psychologist (Phone: 01-846 6109) 
 
Additional supports you can avail of include your GP and those listed below:  
 
Name Area Service Contact 
Alzheimer’s 
Society 
Helpline: support for 
dementia caregivers 
Hours: Monday to Friday 
10am-5pm and Saturday 
10 am to 4 pm 
Tel: 1800 341 341 
 
Samaritans Helpline: Emotional 
Support 
Emotional support service 
for people who are 
experiencing feelings of 
distress or despair 
 
24-hour helpline 
Tel: 0850 60 90 90 
 
Tel: 116 126 
Aware Helpline: Emotional 
Support 
Support for people affected 
by stress, depression, 
bipolar and mood 
disorders. 
 
Hours: Monday – Sunday, 
10am to 10pm. 





Helpline: Careline Support for people who are 
caring for family members. 
 
Hours: Monday to Friday – 
9am – 8.00pm 
Saturday – 10.00am – 12 
noon 
 
Tel: 1800 24 07 24 
 
The contact details of the researcher, Gwen Gleeson, are as follows:  
 Email:0545872@studentmail.ul.ie  





Appendix D: Demographic Questionnaire 
1. Name: ________________________ 
2. Age: __________________________ 
3. Relationship status:___________________________ 
4. Occupation: __________________________ 
5. Relationship to the person with dementia? __________________________ 
6. Type of dementia: _____________________________________________ 
7. Age of person with dementia: ____________________________ 
8. When was the dementia diagnosed? _______________________________ 
9. How long has the person been unwell? _________________________________  
10. Would you regard the person’s symptoms of dementia as mild, moderate or 
severe? __________________ 
11. Do you live with the person with dementia? _____________________ 
12. If yes, how long have you lived with them? _____________________ 
13. If yes, who else lives with you and the person with dementia? 
___________________________________________________________________
_________________________________________________________________ 
14. If no, how often do you care for the person with dementia? 
_________________________________________________________________ 









Appendix E: Semi structured interview schedule 
A: General Coping  
 Tell me about your role as caregiver? 
Prompt: managing behavioural difficulties? 
Prompt: what is that like for you? 
 How do you feel you are coping in your role? 
Prompt: Is this a change from before? 
Prompt: What is the biggest challenge for you? 
Prompt: What do you like most about it? 
 
B: Self-kindness versus Self-judgement 
 How do you feel you are doing in your role?  
Prompt: good things? 
Prompt: ways in which you think you should be better? 
Prompt: how do you manage these negative feelings about yourself? 
 Can you describe a scenario to me about a difficult time when caring for your 
loved one and tell me about how you dealt with it? 
Prompt: how did you feel about yourself when this happened?  
Prompt: what kind of things would you say to yourself when things don’t go 
right? 
Prompt: Can you describe what it is like for you when you have those 
thoughts/feelings? What happens? 
 How do you look after for yourself when you are going through a very tough 
time? 
Prompt: emotionally? 
Prompt: Can you give me an example? 
 
C: Mindfulness versus over-identification 
 How do you tend to react when faced with difficult situations? 
Prompt: Can you give me an example of something that happened recently?  





 When you are feeling emotional pain how do you care for yourself?  
Prompt: tell me about your feeling and emotions, body experience?  
 
D: Common Humanity versus Isolation 
 Tell me about the support you receive from others, if any? 
Prompt: Can you tell me more about that? 
 Do you feel that people understand what it is like for you in your role as 
caregiver? 













Appendix F: Sample of transcript from Participant 1 
 Descriptive comments (normal text) 
 Linguistic comments (italic) 
 Conceptual comments (underlined) 
Themes  Original Transcript  Exploratory Notes  
 
 
Lack of control 
Feeling unheard 
shame and embarrassment 
 
self-criticism and self-blame 
 




Shifts in communication 















Oh yeah in the moment, I couldn’t speak to him. I 
said to him “I really asked you” and I asked him a 
few times because he doesn’t focus sometimes on 
what you are saying so I asked him a few times 
“please don’t do that”, you know because it could 
cause an accident as it was a riding school and I 
would explain it very clearly for him, you know 
R: Can you describe a little bit more for me around 
the feelings that emerged  
Yeah, we sat down, I felt angry with him but I didn’t 
want to. I felt angry. He knew I was very cross, he 
could see that because he said to me “don’t be 
cross” and I said “well I am, I am very cross and very 
upset” and I feel, I am crying I said, “for you to do 
something like that affected me so badly and you 
never thought about it, you know, and as I am even 
talking to him I understand that he is not really taking 




Couldn’t speak to him after – indicating how upset 
she was. She had asked him and he didn’t make a 
change – powerlessness, lack of control, not being 
listened to. Such a contrast to how things used to be 
 
 
Repetition here is significant. Asked him a few times.  
Possible feelings here – fear, embarrassment, 






I would explain that very clearly to him.she has to 
explain the reasons as though to a child- role 
shift…contrast with him telling her off. Relationship 
changed from what she had described as somewhat 
collaborative (Talking about everything) to this 
 
Feeling angry with him but didn’t want to be. 
Conflicting feelings. Very strong  
 
 
The fact he is not talking it in is making her more 
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Becoming overwhelmed with 










Shifts in communication 




Do you know 
R: yeah  
That I am expecting, like if you met (person with 
dementia) you would, he is very sociable, he is 
lovely and short of asking your name three times in 
the course of five or ten seconds, he amm, you 
wouldn’t think there was anything wrong with him. 
R: Ok 
So I get, am, taken by surprise sometimes myself  
R: yeah 
That he is so like that, you know, and that and then I 
realise and I kinda am very hard on myself then 
because I think why did I allow myself to get so 
upset when I know that he isn’t really taking it in. 
R: Yeah 
I think it is a personal upset, more than anything, you 
know, I think personally things affect you very badly, 
well they affect me very badly because he is the love 
of my life and here we are trying to have a 
relationship and it is not possible (short pause) on 
the same level 
R: You had mentioned about being really hard on 
upset. Again shifts in communication causing her 
emotional upset. Difficult to control. 
 
 
You wouldn’t think there is anything wrong with him. 
Confusing.  
 
Taken by surprise sometimes myself.  She seems to 
be coming to terms with the new person he is but still 
has times when she is fooled – coming to terms with 
the change.  
 
Superficial impression of him – you wouldn’t think 
there was anything wrong with him. ‘lovely’, ‘sociable’  
 
 
Kinda hard on myself then. 
Why did I allow myself to get to upset when I know 
that he isn’t really taking it in. – self-criticism for 
getting upset  
 
She can forget who he is now and slip back into 
thinking of him as who he was. Blaming herself for 
this. For being fooled. 
 
Personal upset – recognition of impact on her 
 
 
They have affected me very badly because he is the 
love of my life. Present tense. he is the man she 
loves but he is not the same as it was. 
 
Uses the present tense “we”. Speaks of their 
relationship as being two way/ mutual – both trying to 
















Suppressing painful feelings  
 
Experiencing the sudden 










Pressure on self to be strong  
 
yourself; what kind of things would you say to 
yourself  
Well in relation to, I suppose, I suppose I have to 
admit that I am embarrassed because of what he 
has done or what he is, and I seem to, at times, have 
to explain that he’s not, and I don’t like doing that, for 
some reason I find that very hard to do. Like I would 
do it with friends or with people that realise and 
haven’t met him in a while and that he would have 
no knowledge of who they were. That’s his biggest 
challenge and I would have to say, stand behind him 
and give them a wink and say look (unintelligible) 
and go easy..but I suppose the feelings, you 
suppress a lot of them and then in one moment 
everything comes out, you know, the whole 
frustration that you feel within yourself, the sadness 
and, the whole lot of it like you know, but here we 
are it’s a beautiful place, heavenly actually, and then 
for this to happen, it’s very upsetting you know. Now 
I got over it, as people say get over it (laughs), you 
know 
fully come to terms with the disease and the loss of 
him. 
 
Embarrassed by his actions. Embarrassed by what 
he is. 
 
What is he?  
She finds it hard to tell people he has dementia- is 
she struggling here to accept and acknowledge this 
publicly???? Too painful? Is there shame there? 
 
 
Out of his sight – giving others a wink in almost a 
playful way?  
 
Distancing herself from her feelings 
You suppress a lot of them 
Powerful here…the potency and immediacy of her 
emotions. Then in one moment everything comes 
out.Trying to hold it together by keeping the emotions 
suppressed.. too hard to go there.. but they come out 
when you don’t expect it. Hard to hold it in. 
 
Abrupt change from describing some of the feelings 
to the beautiful place, heavenly.. she finds it hard to 
sit and acknowledge the emotions. 
 
Saying I got over it. She clearly hasn’t got over it 
from what she’s just said…it seems like she allows 
the flood of emotions, then has to manage them 
quickly and cope? Can’t sit with it for too long. Has to 









Appendix H: Extracts from reflective journal 
23/10/2019 – Third interview  
I was really moved by the interview with [NAME] today. Such a lovely man. It is clear he 
has such deep admiration for his wife, and really wants to do the best by her. I was 
particularly taken by his ability to be so open about his emotions, in such a comfortable way, 
without becoming emotion. His description of his wife’s deterioration was quite profound 
and very moving. Given his description of this heartbreaking experience I was keenly 
interested in how he appraised his management of difficult situations. It is clear that he really 
identifies himself as being a problem -solver, and a strong individual but is also highly 
sensitive and perceptive. A strength for [NAME] was his ability to seek support when he felt 
he needed it. Additionally, he had a very positive mindset in how he viewed needing to look 
after himself. It interested me that he did not want to be a burden to his adult children yet 
simultaneously took their offers for support. It got me thinking about the role of social 
support here and about compassion being shown to you, and how that can influence how you 
relate to yourself. Towards the end of the interview I really sensed his vulnerability. I got the 
impression he did not want the interview to end. This was a contrast to how he had appeared 
throughout the interview and this added a layer of complexity to him that I didn’t expect. He 
was lonely, although he did not express that explicitly. Even now as I write this I am thinking 
about what life is like for him and how he can show so much strength and resilience when 
faced with such a devastating experience. [NAME] strikes me as being a highly self-
compassionate person. Uniquely compassionate, perhaps. He is quite different than the first 
two caregivers I interviewed. I find myself already wondering about why this is and I am 
really intrigued. 
 
11/03/2019 – Fifth Interview  
 
Such a long interview today. I feel like I could have stayed talking to [NAME] for ages.  
Such an interesting woman who has experienced so much. [NAME] became really emotional 
at times when discussing her father who passed away from dementia a year and a half ago. 
She is now looking after her mother with the same condition while still grieving her father. 
She also spoke about being a caregiver for daughter too. I felt really heavy and tired after the 
interview earlier today. [NAME] was carrying so much and I could actually feel the weight of 
114 
 
that during the interview. What struck me was how vulnerable she was, and how hard she 
was on herself, despite all that she does, and everything that she has been through. Her 
difficult relationship with her mother who she supports was also quite striking. The 
complexity of her role now is unbelievable and I am trying to imagine what it is like to carry 
such conflicting feelings towards someone who now relies on you completely. I got the sense 
that [NAME] was eager to please and I wondered about this need for acceptance and how this 
might influence the interview. However, she was so open about her feelings, even quite 
negative ones, and opened up quickly despite being naturally inclined to suppress difficult 
feelings. It was so raw and close to the surface though and I wondered how she would be able 
to carry this long term as things become more challenging for her. Another really fascinating 
interview. I am really moved by peoples’ stories. They are also so complex and there are so 
many factors involved. I hope I convey this in my write up and do them justice. 
 
18/11/2020 Seventh Interview  
 
I found this interview quite challenging today. There may have been some reluctance or 
discomfort from [NAME] regarding deep discussions, or perhaps he is not used to this way of 
talking. I found myself talking more than I would have liked. Even though [NAME] was very 
chatty the conversation was quite repetitive. It was clear he was very affected by his wife’s 
behaviour. The influence of his prior strained relationship with her was also clear. At times I 
found it difficult to listen to the negativity about his wife and I found myself thinking more 
like a clinician than a researcher. I need to be mindful of this during the analysis and not let it 
impede on the process.  
 
 
 
 
 
